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FOREWORD

Over the course of my mandate as Independent 
Expert, I have witnessed the human rights 
situation of persons with albinism in many 
countries shift and evolve. On the one hand, 
there are remarkable trends of progress. In 
some countries, laws and policies of general 
application are so well-implemented that 
persons with albinism are able to enjoy their 
human rights with minimal hindrance. Human 
rights studies on albinism, data gathering, and 
situational analyses on persons with albinism 
around the world have increased dramatically. 
In some countries where attacks occur, cases 
of attacks are on the decline. International 
Albinism Awareness Day (June 13) has been a resounding success globally 
and continues to hold enormous potential in furthering public education on 
the condition and raising awareness on persons with albinism and their 
human rights. There has also been an unprecedented growth in civil society 
groups representing persons with albinism. The capacity of these groups 
is improving as well, in part because of the unprecedented mobilization of 
resources to support them. 

A particularly exciting development has been the growth of regional alliances 
and cooperation in Europe, the Americas, and Africa. In 2019, the Executive 
Council of the African Union adopted the Regional Action Plan on Albinism 
as	a	 continent-wide	policy,	making	 it	 the	first-ever	 regional	mechanism	 to	
proactively address eradicating discrimination and violence against persons 
with	albinism.	In	January	2020,	the	first	Global	Albinism	Alliance	was	formed	
to support persons with albinism across the world. 

On the other hand, many serious challenges remain. Though attacks have 
declined in some countries, they continue to be reported in others. Further 
investment is required with respect to capacity-building for civil society 
groups representing persons with albinism around the world. Funding 
remains a challenge, particularly for grassroots groups representing persons 
with albinism. The COVID-19 pandemic and its associated impacts have 
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exacerbated funding issues, which in turn has affected the implementation 
of the Regional Action Plan in some African countries.

Despite these challenges, I am deeply encouraged by the progress to date 
and the momentum that has been built. I hope this report propels further 
action toward the full enjoyment of all human rights by persons with albinism, 
no matter where they happen to live.

Ikponwosa Ero (Nigeria)
UN Independent Expert on the enjoyment of human rights by persons with 
albinism 
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PART I: INTRODUCTION
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1. Executive Summary

Albinism is a relatively rare, non-contagious, genetically inherited condition 
that affects people regardless of race, ethnicity or gender. The condition 
is	characterized	by	a	significant	deficit	 in	the	production	of	melanin,	which	
results in the partial or complete absence of pigment in any part or all of the 
skin, hair, and eyes. Albinism often results in two congenital and permanent 
health conditions: visual impairment to varying degrees and high vulnerability 
to skin damage from ultraviolet rays, including skin cancer.

Though people with albinism represent a relatively small segment of the 
population across the globe, they are disproportionately affected by poverty, 
particularly in developing countries and least developed countries. Moreover, 
they face multiple and intersecting forms of discrimination on the grounds of 
disability and colour, and are often excluded from public policies in the key 
areas of health and education. Women and girls with albinism face unique 
and compounded discrimination on the basis of gender.

The human rights situation of people with albinism varies worldwide, but 
certain challenges are common throughout all regions as a result of deep 
misunderstanding	and	mystification	of	the	condition.	Across	the	world,	people	
with albinism suffer from discrimination, stigmatization, and social exclusion. 
Parents of children with albinism, especially mothers, are also subjected to 
stigma, isolation, and ostracism. Worldwide, people with albinism encounter 
multiple and convergent barriers to the full enjoyment of their rights to 
health, education, and work, as well challenges in accessing social services, 
particularly health-related social services.

In some countries—primarily in some parts of Africa, where people 
with albinism are hypervisible—the physical appearance of people with 
albinism	has	been	the	object	of	erroneous	beliefs	and	myths	influenced	by	
superstition, witchcraft, or both. Witchcraft-related myths have fostered acute 
marginalization, social exclusion, and physical attacks. Related harmful 
practices include accusations of witchcraft, killing, maiming, rape, grave 
robbery,	 trafficking	 in	 persons,	 and	 trafficking	 in	 body	 parts.	Women	 and	
children with albinism are particularly vulnerable to violence, including sexual 
violence, which is often driven by harmful myths about, and fetishization of, 
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albinism. Despite these severe forms of persecution and discrimination, 
people with albinism are often denied justice and face barriers to accessing 
effective remedies for human rights violations.

People with albinism are entitled to civil, political, economic, social, and 
cultural rights recognized in international human rights law. The International 
Convention on the Elimination of All Forms of Racial Discrimination and 
the Convention on the Rights of Persons with Disabilities are particularly 
relevant; both guarantee protection against discrimination. Equality and non-
discrimination are essential human rights principles for people with albinism, 
owing to their vision impairment and their needs regarding preventive 
measures to address their vulnerability to skin cancer.

States	have	 specific	duties	grounded	 in	 international	 human	 rights	 law	 to	
respect,	 protect,	 and	 fulfill	 the	 human	 rights	 of	 people	with	 albinism,	 and	
to prevent further violations of those rights. Owing to the complex and 
intersecting human rights issues faced by people with albinism, States are 
encouraged	 to	 take	a	multisectoral	and	collaborative	approach	 to	 fulfilling	
their duties, including by following best practices and through cooperation 
with civil society, other States, and international and regional organizations. 
In particular, States are encouraged to develop national plans of action 
on albinism. A national plan of action should provide the framework for 
governments to outline objectives, establish timelines, assign responsibility 
to	 particular	 entities,	 and	 allocate	 the	 necessary	 resources,	 financial	 or	
otherwise, to meet their objectives. 

2. Objective

This report aims to provide a comprehensive account of the human rights 
situation of people with albinism around the world. A global account of the 
human rights situation of people with albinism will help to build solidarity 
among the global albinism community by illustrating the experiences that 
unite them. It will also bring visibility to human rights abuses, and thus 
support albinism communities, particularly those that face extreme human 
rights violations. The expectation is that this report will prompt much-needed 
research, data collection, and discussion on issues affecting people with 
albinism so that progress may be made in the respect, protection, and 
fulfilment	of	their	human	rights.	
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3. Overview

This report focuses on six interrelated human rights issues: multiple and 
intersecting discrimination, the right to life, access to justice, the right to 
education, the right to work and adequate standard of living, and the right 
to health. This report also draws attention to the aggravated human rights 
abuses faced by women and children with albinism. 

Part I serves as the introduction to this report, outlining its methodology, 
the condition and prevalence of albinism, and the applicable international 
human rights framework. Part II consists of chapters dedicated to each of the 
six focal human rights issues, as well as a chapter dedicated to the special 
human rights issues faced by women and children. Part III sets out the main 
responsibilities	 of	 States	 to	 respect,	 protect,	 and	 fulfil	 human	 rights,	 and	
highlights examples of best practices by governments. Part IV explains the 
role of civil society, including national, regional, and international human rights 
institutions, in advocating for and supporting the full enjoyment of all human 
rights by people with albinism, and provides examples of best practices in 
human rights advocacy. Finally, Part V outlines key enduring challenges 
that have impeded progress on the human rights issues affecting people 
with albinism, and then offers a comprehensive set of recommendations to 
States, civil society, and the international community to guide and support 
their	work	in	this	field	going	forward.

4. Methodology

In March 2019, the Independent Expert distributed a human rights 
questionnaire to stakeholders around the world, including United Nations 
Member	States,	United	Nations	offices,	national	human	 rights	 institutions,	
civil society organizations, academics, and individuals. The questionnaire 
consisted of 53 questions related to an array of human rights issues, and 
was available in English, French, Spanish, Portuguese, and Arabic. 



A Human Rights Perspective5

In July 2019, the Independent Expert published a report to the United Nations 
General Assembly (A/74/190) based on the questionnaire responses of 97 
stakeholders. Since the publication of the General Assembly report, the 
Independent Expert has continued to collect questionnaire responses from 
stakeholders across the globe. 

The present report is a compilation of all the questionnaire responses the 
Independent Expert has received since March 2019, in addition to research 
and	findings	from	the	Independent	Expert’s	country	visits.	The	information	
received has been compiled into an account of the human rights situation 
of people with albinism, focused on six fundamental human rights issues: 
multiple and intersecting discrimination, right to life, access to justice, right to 
education, right to work and adequate standard of living, and right to health. 
In recognition of the unique challenges faced by women and children, the 
human	rights	 issues	specific	 to	women	and	children	are	summarized	 in	a	
separate section. 

In detailing the human rights situation of people with albinism, reference 
was made primarily to international human rights standards, namely 
the International Covenant on Civil and Political Rights (“ICCPR”), the 
International Covenant on Economic, Social and Cultural Rights (“ICESCR”), 
the Convention on the Rights of Persons with Disabilities (“CRPD”), the 
Convention on the Elimination of all Forms of Discrimination Against 
Women (“CEDAW”), the Convention on the Rights of the Child (“CRC”), 
and the International Convention on the Elimination of All Forms of Racial 
Discrimination (“ICERD”).

This report has certain limitations. First, the questionnaire responses that 
form the foundation of this report may not fully represent the experiences 
of people with albinism throughout each country. Some of the civil society 
organizations	 that	 responded	work	 within	 defined	 geographical	 areas,	 so	
their responses may not be consistent with the experiences of people with 
albinism	within	that	country	or	outside	that	defined	area.	Second,	countries	
are included in the footnotes only where a questionnaire response from that 
country	 specifically	mentioned	 a	 situation	 or	 experience.	 The	 absence	 of	
a citation does not mean that any given experience does not occur in that 
country; rather, it simply means that this experience was not noted in the 
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submissions from the country. Third, by forming a global view of the human 
rights	situation,	some	specificity	may	have	been	lost,	resulting	in	simplification	
of the actual experiences of people with albinism within a country. This report 
aims to balance emphasis on common experiences to promote solidarity 
and recognition of the unique circumstances of people with albinism in each 
country. In attempting to strike this balance, the report summarizes the 
general situation with respect to each focal human rights issue, and then 
elaborates	on	each	issue	through	region-	or	country-specific	examples.

i. Countries surveyed 

In total, 113 responses were received from 63 countries. The majority of 
submissions including a majority of statistical data, were received from the  
Africa region (66 responses in total), followed by the Americas and Caribbean 
(22	responses),	Europe	(14	responses),	Asia	and	the	Pacific	(9	responses),	
and the Middle East and North Africa (3 responses). Responses were 
received from a variety of stakeholders, including civil society organizations 
(91 responses), States (7 responses), academics (6 responses), individuals 
(6 responses), national human rights institutions (2 responses), and one 
United	Nations	office.
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Countries Surveyed (Number of Responses)

Eastern, Western, Southern and 
Central Africa

- Angola (1)
- Burkina Faso (1)
- Burundi (3)
- Cameroon (3)
- Côte	d’Ivoire	(3)
- Democratic Republic of the 

Congo (4)
- Eswatini (2)
- Ghana (3)
- Guinea (2)
- Kenya (4)
- Malawi (2)
- Mali (2)
- Mozambique (3)
- Namibia (1)
- Niger (1) 
- Nigeria (3)
- Rwanda (1)
- Senegal (1)
- Sierra Leone (2) 
- South Africa (1)
- Somalia (1) 
- United Republic of Tanzania (8) 
- Togo (1) 
- Uganda (9)
- Zambia (2)
- Zimbabwe (2)
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Americas and the Caribbean

- Argentina (2)
- Bolivia (1)
- Brazil (2)
- Chile (2)
- Colombia (4)
- Ecuador (3)
- Guatemala (1)
- Haiti (1)
- Mexico (1)
- Panama (2)
- Paraguay (1)
- United States of America (1) 
- Venezuela (1)

Asia	and	the	Pacific

- Australia (1)
- Fiji (1) *
- India (2) *
- Japan (1)
- Malaysia (1)
- Nepal (1)
- New Zealand (1)
- Pakistan (1) *

Europe

- Azerbaijan (1)
- Belgium (1)
- Denmark (1)
- Finland (1)
- France (1)
- Germany (2)
- Italy (1)
- Netherlands (1)
- Norway (1)
- Slovenia (1)
- Spain (1)
- Turkey (1)
- UK and Ireland (1) 

Middle East and North Africa
- Jordan (1)
- Iran (1)
- Israel (1)

*Some	countries’	submissions	were	based	on	written	 reports	submitted	 in	
lieu of, or in addition to a questionnaire response.
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ii. Why a human rights approach?

This report follows a human rights-based approach,1 which is aimed at 
promoting and protecting the human rights of people with albinism. The 
approach recognizes that people with albinism are rights-holders and 
States are the primary duty-bearers. This means that people with albinism 
are entitled to universal, inalienable, and interdependent human rights, and 
States have an obligation to protect and promote those rights. Ultimately, 
the human rights-based approach aims to empower people with albinism 
to claim their rights and to hold States accountable for responding to such 
claims. 

The human rights-based approach works toward the realization of human 
rights by promoting the following principles: 

Non-discrimination and Equality: All forms of discrimination, 
whether by the state, communities, or family, and including multiple 
and intersectional discrimination, must be prohibited, prevented, and 
eliminated. 

Accountability: Laws, policies, institutions, administrative procedures, 
and mechanisms of redress are required to secure human rights. States 
must comply with these laws, and where they fail to do so, people are 
entitled to redress. 

Participation: Everyone has the right to active, free, and meaningful 
participation in the decisions that affect their human rights. 

Empowerment: Everyone must know their rights and must be 
supported in claiming their rights. 

Legality: Rights must be recognized as legally enforceable entities that 
are linked to national, regional, and international human rights law.2

The human rights approach taken in this report is also in line with a broader 
shift to a human rights model of disability. Under the Convention on the Rights 
of Persons with Disabilities (CRPD), people with albinism are considered 
people with disabilities due to their vision impairments. Previously, disability 
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was understood through a medical or charitable model, which did not treat 
people as rights-holders, and often excluded people with albinism. People with 
albinism were not seen as having a physical disability or were categorized as 
blind. This approach tended to hinder the enjoyment of human rights by people 
with albinism.3 People were reduced to their impairments. Discrimination was 
justified	and	legitimized	by	the	very	fact	of	having	a	disability.4 

Since the adoption of the CRPD, which came into effect in 2008, disability 
has come to be understood through a human rights model.5 Under this 
model, people with albinism are treated as rights-holders and disability is 
merely	one	aspect	of	their	identities.	They	are	‘people	with	albinism’—their	
personhood is put ahead of their condition.6 Impairments are not a legitimate 
basis to deny or restrict human rights.7  

The human rights-based approach in this report focuses on international 
human rights instruments rather than regional and national instruments. This 
is a function of the scope of the report and not a comment on the relevance or 
importance of regional and national instruments. To fully realize the rights of 
people with albinism around the world, advocates and the like must consider 
national and regional instruments in addition to the international instruments 
covered in this report.

iii. Translation

The surveys received in French, Spanish, Arabic and Portuguese were 
translated either in-house (for French and Spanish) or with the assistance 
of	reliable	translation	software	and	the	verification	of	professional	translators	
(for Arabic and Portuguese).

5.  What is Albinism? 

Albinism is a relatively rare, non-contagious, genetic condition. It affects 
people around the world, regardless of gender, race, or ethnicity. Regardless 
of whether the parents themselves have albinism, if both parents carry the 
relevant gene, there is a 25% chance that their child will be born with albinism.8 
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Albinism	 is	 characterized	 by	 a	 deficit	 in	 the	 production	 of	melanin	 and	 a	
consequent lack of pigmentation in the skin, hair, and/or eyes.9 Most people 
with albinism therefore appear pale relative to their families and communities, 
with pale skin and light hair.10 Most people with albinism have blue, hazel, or 
brown eyes; however, lighting conditions can highlight the blood vessels at 
the back of the eye, which at times can make eyes appear reddish or violet.11

Levels of pigmentation vary by type of albinism. Types of albinism include but 
are not limited to: oculocutaneous albinism, which affects the eyes, hair, and 
skin; ocular albinism, which affects only the eyes; and Hermansky-Pudlak 
Syndrome, which affects the eyes, hair, and skin and contributes to bleeding 
problems.12 The most common and visible type of albinism is oculocutaneous 
albinism.13 

Due to the lack of melanin in their skin, people with albinism are particularly 
vulnerable to skin cancer. The melanin in their skin would otherwise protect 
them from the sun.14 Skin cancer is a life-threatening condition for most.15 
The lack of melanin in their eyes, as well as an unusual development of 
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the retina and nerve connections, contributes to vision impairments.16 As a 
result, people with albinism are extremely sensitive to bright light.17 Further 
impairment varies from mild to severe, and many people with albinism 
are considered legally blind.18 The impairments are not correctable with 
eyeglasses.19 

i. Prevalence and Data 

Albinism occurs in all racial and ethnic 
groups across the world, but the 
proportion of people affected by albinism 
in a given population varies by region. 
In Africa, the prevalence of albinism 
generally ranges from 1 person in 5,000 
to as low as 1 person in 15,000.  It 
has been reported that some selected 
populations in Southern Africa have 
prevalence rates as high as 1 in 1,000 
people. 

Until recently, the frequency of albinism 
was estimated to be between 1 person 
in 17,000 and 1 person in 20,000 in 
Europe and North America. However, 
developing research suggests that these 
numbers may have been arbitrary and 
unreliable, and that albinism prevalence 
is actually much higher globally. For 
example,  prevalence in the Netherlands 
and in Northern Ireland has recently been 
reported to be as high as 1 in 12,000 
and 1 in 4,500-6,600, respectively.20 In 

various indigenous communities of southern Brazil, southern Mexico, eastern 
Panama and south-western United States of America, the prevalence of 
oculocutaneous albinism type 2 ranges from 1 in 28 to 1 in 6,500.21 It is 
estimated that the Hopi indigenous peoples of Arizona, United States of 
America have a prevalence of 1 in 200, while the Kuna indigenous peoples 
of Panama have an estimated prevalence of 1 in 160.22

“Kuna Indian, Panama” © Rick Guidotti
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In	Asia	and	the	Pacific,	rates	of	albinism	
vary greatly. In Japan, prevalence ranges 
from 1 in 7,900 to 1 in 27,000.23	Unofficial	
data from India and China suggest that 
the total number of people with albinism 
in the country is 150,000 and 90,000, 
respectively.24 Estimates by a civil 
society organization put the prevalence 
in Australia at 1 in every 17,000 people.25 
In New Zealand, prevalence is estimated 
to be 1 person in 16,000.26	The	Pacific	
region, including Fiji, has potentially one 
of the highest prevalence of albinism in 
the world, with a rate of oculocutaneous 
albinism type 2 of 1 person in 700. 

There is little to no data about people 
with albinism living in the Middle East 
and North Africa. Various clinical studies 
indicate that people with albinism reside 
in Algeria, Egypt, the Islamic Republic of Iran, Jordan, Morocco, and Tunisia, 
but no information is known about the prevalence of albinism in these 
countries. 

Reliable and robust data are important in human rights advocacy because 
they help determine where to direct efforts in order to maximize the impact 
of the given resources. Disaggregated data—meaning data that are broken 
down into subcategories, such as region, gender, or ethnicity—are especially 
useful for this reason as they can reveal inequalities between sub-categories 
of people with albinism that aggregated data cannot. For instance, data 
disaggregated by region may reveal that albinism prevalence is higher in 
certain areas of the country, and thus more sun-protective products should 
be stocked in those regions.  

Despite	 the	 utility	 of	 reliable	 data,	 few	 countries	 collect	 official	 data	 on	
albinism,27 and even fewer collect disaggregated data.28 A growing number 
of African countries are undertaking surveys targeting people with albinism 
and some are including people with albinism in censuses. These include 
Côte	d’Ivoire,	Malawi,	Namibia,	Sierra	Leone,	Kenya,	Uganda,	Nigeria,	and	

“Young boy, China” © Rick Guidotti
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the	United	Republic	of	Tanzania;	however,	the	majority	of	prevalence	figures	
are sourced from the work of civil society organizations or independent 
researchers. Although this has been a valuable resource for albinism 
advocacy,	it	should	be	noted	that	some	of	these	studies	may	be	flawed	in	
their methodology or incomplete, and thus unreliable. Governments are best 
equipped to collect accurate and comprehensive data because they have 
the resources and reach to do so.  

6. What are Human Rights?

Human rights are rights inherent to all human beings, regardless of race, 
sex, disability, language, religion, or any other status.29 Human rights include 
economic, social, and cultural rights, as well as civil and political rights. 
Economic, social, and cultural rights include, for example, the right to work, 
the right to an adequate standard of living, and the right to education. Civil 
and political rights include, but are not limited to, the right to life and the right 
to freedom from torture. International human rights law protects these rights 
and sets out the duty and obligation of States as primary duty-bearers, to 
respect,	protect,	and	fulfil	human	rights.	

Human rights are universal and inalienable. The principle of universality 
is	the	cornerstone	of	international	human	rights	law,	first	emphasized	in	the	
Universal Declaration of Human Rights. The principle of universality holds 
that human rights must be the same everywhere, for every person. By simply 
being human, one is entitled to inalienable human rights. This means the 
rights	may	not	be	given	away	or	taken	away,	other	than	in	certain	specified	
situations and in accordance with due process. 

Human rights are indivisible and interdependent. All human rights—civil 
and political rights, and economic, social, and cultural rights—must all be 
respected. The realization of any human right depends on the realization of 
others. Progress on one right facilitates progress on others, and the violation 
of one leads to the violation of others. 

 
 All human beings are born free and equal in dignity and rights.
         UDHR, Article 1
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Non-discrimination and equality are core principles of international 
human rights law.30 All major human rights instruments31 protect against 
discrimination,	which	is	defined	as	any	“distinction,	exclusion,	restriction	or	
preference” based on race, color, disability, sex, or other status that impairs 
the enjoyment of all rights by all persons on equal footing.32 The principle 
applies to everyone and to all human rights. States must respect and ensure 
the	 rights	 of	 all	 without	 distinction	 and	 take	 affirmative	 steps	 to	 eliminate	
conditions which cause discrimination.33  

Increasingly, there is a recognition of multiple and intersecting discrimination. 
Multiple discrimination occurs when discrimination occurs on more than 
one ground—discrimination is compounded or aggravated. Intersecting 
discrimination occurs when several grounds for discrimination interact with 
one another at the same time, such that the grounds become inseparable.34 
Therefore, relying on various human rights conventions provides the most 
adequate protection for persons with albinism around the world. It facilitates 
understanding of the violations faced, grasps the depth of the consequences, 
leads to the design of practical and useful interventions.35 

 

People	with	albinism’s	skin	is	threatened	by	cancers.	Several	die	before	the	
age of 40 in some parts of sub-Saharan Africa due to a lack of information 
on skin care and protection, as well as access to sun protection lotion 
and sun protective clothing. It may also be partly because people with 
albinism are forced to work outdoors or undertake work that requires 
them to work outside in the sun than indoors. More often than not this is 
a result of the quality of education obtained as work indoors often require 
better	or	higher	education	qualifications.	The	education	dropout	rate	for	
person with albinism in some countries is linked to their vision impartment 
and absence of any reasonable step taken to accommodate it, stigma 
and discrimination. 
        Respondent from Uganda
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PART II: A WORLDWIDE ACCOUNT 
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Chapter 1: Multiple and Intersecting Discrimination experiencecd by 
people with albinism

i. Human Rights Overview 

People with albinism experience multiple and intersecting discrimination 
based on visual impairment36 and colouring.37 This discrimination affects 
all aspects of their lives—in social, educational, health, and employment 
contexts.38 People are mocked, ostracized, and excluded at work and school, 
and in their communities and families. In the most brutal cases, they are 
denied	access	to	health	care,	or	they	are	mutilated,	trafficked,	and	killed.39 
Notably, women and children also face discrimination based on gender and 
age.40 Chapter 7 details the unique obstacles faced by women and children.

The complex intersecting discrimination faced by people with albinism 
necessitates reference to and application of multiple human rights instruments, 
including the CRPD and the ICERD, which protects against discrimination 
based on colour. 

Prohibition of discrimination based on disability: People with albinism 
are entitled to protection under the CRPD based on their vision impairments. 
In fact, the Committee on the Rights of Persons with Disabilities has stated 
that people with albinism are among the most stigmatized.41 

The	 CRPD	 specifically	 enshrines	 the	 principles	 of	 equality	 and	 non-
discrimination in Article 5, though the principles are evoked consistently 
throughout the Convention with the repeated use of “on an equal basis 
with	 others.”	Article	 10,	 for	 instance,	 affirms	 the	 right	 to	 life	 and	 requires	
States to take “all necessary measures to ensure its effective enjoyment 
by persons with disabilities on an equal basis with others.”42 The principle 
of non-discrimination is thus linked to all substantive rights in the CRPD, 
recognizing the right to non-discrimination in all aspects of life.43 

The	CRPD	requires	States	to	promote	and	achieve	‘inclusive	equality,’	which	
includes: (i) fair redistribution to address socioeconomic disadvantage; (ii) 
recognition to combat stigma, stereotyping, prejudice, and violence; (iii) 
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participation	to	reaffirm	people’s	social	nature	and	to	recognize	their	humanity	
through inclusion; and (iv) accommodation to make space for difference as a 
matter of human dignity.44 

  

Prohibition of discrimination based on colour: The ICERD recognizes 
that people with albinism are subject to racial discrimination based on their 
colouring and has expressed concern over this discrimination.45  Their light 
colouring makes people with albinism hypervisible in many environments — 
particularly where the majority of the population has darker pigmentation — 
and thus particularly vulnerable to stigmatization and discrimination.46 

1. States Parties recognize that all persons are equal before and under 
the law and are entitled without any discrimination to the equal protection 
and	equal	benefit	of	the	law.

2. States Parties shall prohibit all discrimination on the basis of disability 
and guarantee to persons with disabilities equal and effective legal 
protection against discrimination on all grounds.

3. In order to promote equality and eliminate discrimination, States Parties 
shall take all appropriate steps to ensure that reasonable accommodation 
is provided.

4.	Specific	measures	which	are	necessary	to	accelerate	or	achieve	de	facto	
equality of persons with disabilities shall not be considered discrimination 
under the terms of the present Convention.
                          CRPD, Article 5

In this Convention, the term “racial discrimination” shall mean any 
distinction, exclusion, restriction or preference based on race, colour, 
descent, or national or ethnic origin which has the purpose or effect 
of nullifying or impairing the recognition, enjoyment or exercise, on an 
equal footing, of human rights and fundamental freedoms in the political, 
economic,	social,	cultural	or	any	other	field	of	public	life.
                  ICERD, Article 1



A Human Rights Perspective21

Article	 2	 enshrines	 States’	 fundamental	 obligations	 to	 eliminate	 racial	
discrimination. These obligations include, for instance, prohibiting racial 
discrimination in law and taking effective measures to review and amend 
government policies that perpetuate racial discrimination.47 The ICERD also 
recognizes the links between discrimination and all other substantive rights. 
Article 5 obliges States to prohibit and eliminate racial discrimination with 
respect	to	certain	specified	rights,	including	the	right	to	security	of	the	person	
and protection from violence or bodily harm, political and civil rights, and the 
right to economic, social, and cultural rights.48

ii. Stigma and Exclusion  

Albinism is profoundly misunderstood around the world.49 Many countries 
do not have any public campaigns to raise awareness about the condition.50 
Even where there are campaigns, they are not always effective. In Finland, 
for instance, international campaigns on albinism have enforced the idea 
that albinism is an African issue only.51 In Italy, some people with albinism 
may resist joining the albinism movement because they refuse to recognize 
their condition.52

A persistent lack of awareness and ignorance about the condition has 
contributed to stigmatization, stereotyping, and prejudice. People with 
albinism are subjected to name-calling and verbal abuse, as well as harmful 
myths and misconceptions, which in turn “have the effect of stripping persons 
with albinism of their humanity, paving the way for exclusion and attacks.”53 
These myths and misconceptions provide a rationale for discrimination and 
present ostracism and exclusion as natural.54 

Most of them responded that they feel isolation, untouchability and refusal 
by common people at public place. According to them, common people 
are having misconception about their condition due to lack of awareness. 
Some of them also reported use of abusive language quoting the gene 
responsible for their condition came from foreigner and other mental 
harassment by public.
             Respondent from India 
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The degree and severity of stigmatization varies by region. In Europe and 
Australia, for instance, people with albinism often go unnoticed, as their 
appearance is not as clearly distinguishable from the general population.55 
There are nonetheless reports of discrimination. In Turkey, for instance, 
there are reports that children are subjected to name-calling.56 In the United 
Kingdom, there are incidents of bullying.57 In the Netherlands and Norway, 
some assume that red eyes and white hair characterize albinism.58 In 
Norway, there is a misconception that people with albinism are incapable of 
completing normal tasks.59

In Europe, most discrimination is based on visual impairment.60 People with 
albinism are generally able to access services, education, and employment 
opportunities, largely without barriers.61 However, separate legislative 
frameworks do not exist to protect people with albinism or to ensure 
accommodations.62 For instance, people with albinism may not meet the 
European	 Commission’s	 vision	 requirements	 for	 a	 driver’s	 license,	 which	
can be a barrier to enjoying human rights in sparsely populated areas.63 In 
Turkey,	the	rights	of	people	with	disabilities	depend	on	their	statutorily	defined	
disability level. Designations are inconsistent and so too is the application of 
rights.64	In	Italy,	social	benefits	and	eligibility	for	affirmative	action	programmes	
are	determined	based	on	an	individual’s	disability	ranking.	These	rankings,	
determined by a committee of doctors, are not consistent for people with 
albinism	and	arbitrarily	deny	benefits	to	some	people	with	albinism.65

Similarly,	 in	North	America,	 there	are	no	specific	 legislative	 frameworks	to	
protect the rights of people with albinism. In the United States, people with 
albinism are generally covered under provisions of the Americans with Dis-
abilities Act and the Individuals with Disabilities Education Act. These frame-
works generally protect people with albinism in the context of work and edu-
cation.66

Japanese are considered as having a homogeneous appearance (black 
hair, black pupil, beige skin color). Therefore, the different appearance of 
people with albinism receives negative reaction in Japan. For example, 
individuals with albinism are forced to blacken their hair and are mocked 
and stared at because of their physical appearance in schools, at work-
place, and in public places. In order to protect them from trouble, families 
of	children	with	albinism	change	the	children’s	hair	color	to	black.
          Respondent from Japan
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In various parts of Africa, Asia, and South America67—where people with 
albinism are hypervisible68—many people with albinism face rampant ag-
gravated discrimination. A study from the Democratic Republic of the Con-
go found that 22% of people with albinism face discrimination within their 
families, and 66% are discriminated against in the broader community.69 A 
survey conducted in India found that two-thirds of the respondents felt un-
safe going out in public because of verbal or psychological harassment by 
others.70 They face discrimination from others in their communities, irrespec-
tive of their class.71 

In South America, reactions to people with albinism vary from admiration 
and curiosity to rejection and bullying.72 For instance, in Colombia, people 
with albinism are insulted for not conforming to the prevailing standards of 
‘beauty.’73 Yet, women in Mexico are subject to harassment because blonde, 
white women are considered more attractive.74 According to one study from 
Brazil, 70% of people with albinism have psycho-social issues,75 presumably 
due to years of discrimination.76

In these regions, people with albinism are subjected to name-calling.77 A study 
from Sierra Leone found that 80% of people with albinism are called derog-
atory names.78 In Malawi, people with albinism are called “azungu” (white 
person) or “napwere” (yellow tomatoes);79 in Brazil, “peeled cockroaches” 
and “white rates”;80 in Malaysia, “ghost,” “white people,” or “alien”;81 in India, 
“snowman” or “yeti.”82 

A member of parliament with albinism appointed relatively recently, Hon. 
Isaac Mwaura, was also mocked by a fellow member of parliament. The 
words	 of	 mockery	 were	 directed	 at	 Hon	 Mwaura’s	 wide-brimmed	 hat	
which persons with albinism tend to use as a shield from the sun. These 
incidents directed against successful persons with albinism shows a clear 
indication of low awareness about albinism in Kenya and the amount of 
public awareness work that remains to be done.
          Respondent from Kenya



People With Albinism Worldwide24

Myths around the condition are also common. They include: (i) albinism is 
a contagious disease;83 (ii) people with albinism are foreigners;84 and (iii) 
people with albinism are inferior and incapable of completing normal mental 
and physical tasks.85 Consequently, the presence of people with albinism 
elicits fear in many regions.86 People with albinism must make additional—
and often futile—efforts to be accepted and to succeed. In Japan, for in-
stance, it was reported that students with albinism must dye their hair to 
enroll in school and are rejected from employment opportunities due to their 
appearance.87 

Particularly harmful myths have taken root in many countries in Africa. The 
myths position albinism as a supernatural phenomenon:88 a form of evil or a 
“curse” or “punishment” imposed by higher beings.89 In Ghana, some believe 
that the presence of a person with albinism in the community prevents rain-
fall.90 In Zambia, there is a common superstition that in order to avoid having 
a child with albinism or becoming a person with albinism, one must spit on 
their shirt whenever they see a person with albinism.91 Others view people 
with albinism as having mystical powers,92 or as lucky93 or non-human.94 In 
Burundi, people with albinism are viewed as monsters and ghosts.95 Similar 
myths have developed in other countries. In India, for instance, some believe 
that marrying a woman with albinism will make one rich.96 

In some African countries, women who give birth to children with albinism are 
disproportionately impacted by this lack of understanding.97 They are sub-
jected to violence,98 and rejected or excommunicated by their husbands and 
families.99 Often, they are viewed as being cursed100 or unfaithful for giving 
birth to a child with albinism.101 In Uganda, clan members encourage men 
to abandon their wives and children with albinism based on myths that their 
union will bring bad luck upon the community.102

Parents	of	children	with	albinism	also	have	difficulty	accepting	or	fully	em-
bracing their child,103 and may feel ashamed of their child.104 In some cases, 
children with albinism are neglected or abandoned by their families105 and 

Clan	members	usually	influence	the	men	to	run	away.	Even	if	the	man	
really wants to remain with his family, when the family members tell him 
“we shall all die if you remain with that woman”, they run away.
                Respondent from Uganda
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are instead raised by grandparents or other guardians.106 Some children with 
albinism are killed or banished immediately after birth by parents, midwives, 
or communities. Throughout their childhood, children with albinism face dis-
crimination and bullying from parents, peers, and teachers.107 Adults fuel ex-
clusion of children with albinism by warning their children not to interact with 
them.108 Boys with albinism are  expected to tolerate bullying and discrimin-
ation	as	‘men.’109

Most countries in these regions do not have national laws or policies that 
guarantee access or accommodation in education, health, employment, or 
law to people with albinism.110 This is in part due to exclusion from political 
participation. In certain countries in Africa, for instance, people with albinism 
are not considered during decision-making or in policy formulation in matters 
that concern them,111 and are prevented from civic participation and political 
representation.112 People with albinism in Eswatini are unable to participate 
in public and political life because of health risks.113 

Similarly,	the	lack	of	official	forums	for	participation114 and the low prevalence 
of albinism in the Americas means that albinism-related issues are ignored 
or invisible, and are not taken into consideration at social and institutional 
levels.115 People with albinism must rely on constitutions, international hu-
man rights conventions, general human rights legislation, or general disabil-
ity legislation116—whether	specifically	defined	 to	 include	albinism	or	not.117 
These alternatives are not always adequate. For example, in Mozambique, 
people with albinism are required to stand in the sun to access public ser-
vices and are not given priority, even in the absence of shade in the waiting 
area.118  

In Eswatini, the culture dictates that men cannot wear a hat when going 
to community meetings, which are usually conducted out in the open sun, 
this then becomes a problem for a person with albinism as he cannot sit 
in the open sun without the hat on his head as he would be at risk of ex-
posure to skin cancer, and at the same time if he does not attend such 
meetings	he	will	be	liable	to	a	hefty	fine	which	he	cannot	afford	due	to	be-
ing poor. And also missing such meetings put him in a position of missing 
out in social and economic discussions at a community level.
               Respondent from Eswatini
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Even where disability legislation does exist, a lack of awareness about al-
binism renders these guarantees ineffective or meaningless.119 In many 
countries, for instance, people with albinism are not considered persons with 
disabilities, and therefore do not receive the protections available to other 
people with disabilities.120 In Ecuador, disability laws recognize the needs 
associated with blindness, but not low vision. As a result, people with albin-
ism do not have access to the disability regime.121 In Colombia, people with 
albinism are unaware of their condition or do not consider themselves to be 
living with a disability, and consequently do not know that they are able to 
obtain	benefits	through	the	disability	registry.122

In other countries, people with al-
binism as a group are not barred 
from the disability regime, but 
must prove their disability on an 
individual basis. For example, in 
Brazil, there is a social security 
benefit	 programme	 for	 the	 elder-
ly or extremely poor with disabil-
ities—Beneficio	 de	 Prestação	
Continuada (BPC) programme. 
Many people with albinism can-
not access this programme on the 
basis that they do not meet the re-
quired impairment test.123 

In certain African countries, the rights of persons with albinism are captured 
within	albinism-specific	 laws	and	policies.124 Even so, implementation and 
enforcement of these instruments is often stunted or ineffective.125 For ex-
ample, in 2015, the Mozambican government wrote an action plan for per-
sons with albinism, but due to lack of political will, it has yet to allocate a 
budget for this plan.126

Although albinism has low vision, it is not considered a visual disability 
because it does not have the necessary percentage. This leaves persons 
with	albinism	 in	a	 ‘limbo’,	where	 they	do	not	belong	 to	 the	populations	
with recognized disabilities, because still have a functional vision, but nei-
ther	fit	in	that	“normal”	population	because	of	our	low	vision	and	physical	
characteristics.
              Respondent from Colombia
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Chapter 2: Right to Life 

i. Human Rights Overview

The right to life is central in international human rights law. It protects against 
the arbitrary deprivation of life.127 This is a “supreme right” from which no State 
may make an exception.128 People must be free from acts which are intended 
to, or may be expected to, cause their unnatural or premature death.129 States 
must respect and protect the right without distinction of any kind.130 States 
must not engage in conduct that would result in arbitrary deprivation of life 
and have a duty to protect against the acts of others that are a reasonably 
foreseeable threat to life.131 

Every human being has the inherent right to life. This right shall be 
protected by law. No one shall be arbitrarily deprived of his life.
          ICCPR, Article 6(1)

“Sleeping Babies, DRC” © Patricia Willocq
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In many countries, the life expectancy of people with albinism is much lower 
than the national average.132  In Uganda, for instance, 70% of people with 
albinism die before 40 years of age.133 Research shows that prior to present-
day health interventions, an estimated 2% of people with albinism in Tanzania 
live beyond the age of 40 years, with similar rates reported in neighbouring 
countries.134 In Brazil, the life expectancy of people with albinism is as low as 
33 years of age.135

The right to life of people with albinism is consistently threatened by violations 
of, and barriers to, several interrelated rights. For instance, discrimination and 
lack of awareness contribute to limited protection against skin cancer136—
which people with albinism are up to 1,000 times more likely to get compared 
to the average population.137 Discrimination in school and employment means 
that people with albinism are often forced to work outdoors, leading to skin 
cancer.138 The isolation that results from discrimination means people with 
albinism are at higher risk of death by suicide.139 Perhaps the most egregious 
violations of the right to life of people with albinism occurs in parts of Africa, 
in the context of harmful practices related to accusations of witchcraft and 
ritual attacks.140 

In order to protect the right to life of people with albinism, all rights discussed 
in this report must be recognized and upheld. Particularly important in the 
context of attacks is the prohibition against torture, harmful practices, and 
human	trafficking.141 States have an obligation to investigate and prosecute 
all cases of attacks and to ensure the adequacy of national legislative 
frameworks	and	criminal	sanctions,	they	have	an	obligation	to	fight	impunity.142 

Prohibition of torture and inhuman and degrading treatment: The 
Convention against Torture and Other Cruel, Inhuman and Degrading 
Treatment or Punishment (CAT) provides the most comprehensive protections 
against torture. Torture is (i) very serious and cruel mental or physical 
suffering,	 (ii)	 intentionally	 inflicted	 on	 a	 person,	 (iii)	 for	 any	 discriminatory	

It is most precious for its own sake as a right that inheres in every human 
being, but it also constitutes a fundamental right whose effective protection 
is the prerequisite for the enjoyment of all other human rights.
        ICCPR, General Comment 36 on Article 6
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reason,	(iv)	inflicted	by,	instigated	by,	or	with	the	consent	of	a	public	official.143 
The	 Committee	 against	 Torture	 has	 confirmed	 that	 the	 attacks	 against	
people with albinism, as described below, fall within the scope of the CAT.144 
The Committee on the Rights of the Child has also recognized that violence 
against children with albinism amounts to torture.145 The intensity of attacks 
against people with albinism undeniably causes severe pain and suffering. 
Government	officials	often	fail	to	take	adequate	measures	to	protect	against,	
investigate, and adequately prosecute those responsible for attacks.146 

Prohibition of harmful practices: Harmful practices are prohibited in a 
number of international human rights instruments.147 Harmful practices are 
defined	as	(i)	practices	grounded	in	discrimination,	(ii)	involving	violence,	(iii)	
which cause physical and/or mental harm or suffering.148 The Committee on 
the	Elimination	of	Discrimination	against	Women	has	confirmed	that	people	
with albinism are subject to harmful practices. As will be explained below, 
“the practice of prescribing sex with girls or women with albinism as a cure 
for HIV, ritual killings and attacks on persons with albinism, including women 
and girls, the use of their body parts for purposes of witchcraft, and the 
stigma and social exclusion suffered by mothers of children with albinism” 
are recognized as harmful practices.149

Prohibition of trafficking in persons and trafficking in body parts: 
The	 Protocol	 to	 Prevent,	 Suppress	 and	 Punish	 Trafficking	 in	 Persons	 is	
the	primary	protection	in	 international	human	rights	 law	against	trafficking.	
Trafficking	is	defined	as	(i)	the	recruitment	or	transfer	of	persons,	(ii)	by	use	
of force, coercion, abduction, or vulnerability, (iii) for a purpose, such as 
sexual exploitation, forced labour, or the removal of organs. As described 
below,	the	bodies	of	people	with	albinism	are	trafficked,	and	black	markets	
exist for their body parts. As currently interpreted, however, the Protocol to 
Prevent,	Suppress	and	Punish	Trafficking	 in	Persons	does	not	specifically	
protect	against	trafficking	in	body	parts—it	protects	against	the	trafficking	of	
people.150 However, as noted by the Independent Expert, other instruments 
do not directly exclude body parts.151 In applying these instruments, it should 
be	enough	to	show	that	exploitation	is	the	end	goal	of	trafficking	especially	
when it includes recruitment, transportation, transfer, harbouring or receipt 
of	a	person.	A	common	characteristic	of	all	forms	of	trafficking	is	that	victims	
are	treated	as	merchandise	‘owned’	by	their	traffickers,	with	scant	regard	for	
their	human	rights	and	dignity.	The	removal	of	body	parts	–	for	economic	or	
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other exploitative purpose, -- such as toes, nails or hair, therefore, falls within 
the	meaning	of	exploitation	under	relevant	laws	on	human	trafficking.152

ii. Harmful Practices 

In the last decade, over 700 people with albinism across 30 countries in 
the region of Africa have been killed, mutilated, or traumatized by harmful 
practices related to accusations of witchcraft and ritual attacks (HPAWR).153 
Even so, the prevalence of HPAWR is not well-known and is generally 
believed to be underreported.154 

As described in Chapter 1, common myths about albinism associate people 
with albinism with supernatural phenomena. Their existence is thought to be 
a curse, or their bodies to be the source of good fortune.155 These myths incite 
attacks. People are bullied, beaten, banished, mutilated, tortured, and killed 
in an effort to either eliminate an imagined threat or to bring about wealth 
and fortune.156 Myths also render people all the more vulnerable to attacks. 
They minimize the social impact of attacking or killing people with albinism 
and contribute to ostracizing people with albinism.157 People with albinism, 
including children,158 are targeted by their families159 and neighbours160—
many of whom rightly believe they will not be reported.161 People with albinism 
thus live in constant fear of being attacked.162

As of April 2019, this particular misconception has caused 208 people to 
be murdered, and 585 to be attacked, across 28 African countries since 
2006. But while the situation has improved in countries like Tanzania—
once the epicenter of violence, but now without any murders for four 
years—the crisis has exploded in Malawi, where 26 murders and a total 
of 161 reports of human rights violations have emerged since 2014. 
Amnesty International this year reported a total of 39 illegal exhumations 
targeting the graves of persons with albinism in Malawi. According to the 
latest data from albinism societies and the police service in Malawi, 57 
reports of violence have occurred in the southern region, 53 in the eastern 
region, 41 in central Malawi and 10 in the northern region. The situation is 
made	more	urgent	by	the	country’s	impending	national	elections	in	May	
2019 and a corresponding spike in violence that UN experts attribute to 
the rising demand for body parts by politicians seeking electoral fortune.
       Respondent from Malawi & Tanzania
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Women and children suffer 
disproportionately. The Special 
Rapporteur on Violence against 
Women	has	 identified	HPAWR	as	a	
form of violence against women.163 
For instance, myths around sexual 
intercourse expose women to 
violence, exploitative relationships, 
unwanted pregnancies, and sexually 
transmitted infections.164 Traditional 
gender roles (e.g., fetching wood and 
water for women) and social isolation 
predispose women and girls with 
albinism to a higher risk of physical 
harm.165 Women who give birth to 
children with albinism are also at risk 
of violence.166 The ostracism and 
isolation of mothers of children with 
albinism increases the vulnerability 
of both mother and child to attacks.167

 

a. Witchcraft Accusations

People are subject to accusations of witchcraft due to beliefs that individuals 
can cause harm using supernatural powers. These accusations are used to 
interpret misfortune, apportion blame, and seek redress.168 They are thus 
often made during periods of misfortune, illness or death.169 Those accused 
are often subject to violence and banishments. In some cases, they are 
subject to forced confessions and forced exorcisms.170

People with albinism often do not face accusations of witchcraft in a strict 
sense, but are affected in analogous ways.171 That is, they are believed to be 

I	 learnt	 from	a	 family	of	five	children	-	 that	 they	were	having	sleepless	
nights	because	bad	people	wanted	to	steal	these	children	and	sacrifice	
them and get body parts.
        Respondent from Uganda

“Girls holding eachother, DRC” © Patricia Willocq
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bad omens, and face similar consequences. In Ghana, for instance, some 
believe that the presence of a person with albinism in the community prevents 
rainfall. Children with albinism are thus killed after birth.172 

Accusations most frequently affect women. As the UNHCR has explained, 
“The bulk of available cases indicate that women are more often subjected 
to witchcraft accusations, although exceptions do exist.”173 They appear to 
be, “a hallmark of intra-gender struggles.”174 The accused are “insubordinate 
wives, obstinate daughters-in-law, and elderly infertile women.” 175 These 
women are considered no longer useful to society.176 They are abandoned 
or banished, and often fall into poverty.177 Among women, elderly women 
experience some of the highest rates of witchcraft accusations.178

Witchcraft accusations are also linked to infanticide. Accusations against 
children have increased in recent years.179 In several countries, children 
with albinism are killed immediately after birth by parents, midwives or 
communities, as they are seen as a curse.180 In Cameroon, for instance, 
children with albinism are often killed immediately after birth and then are 
classified	as	still-births.181 Their mothers are also vulnerable to attacks, based 
on	the	belief	that	a	child	with	albinism	is	a	sign	of	the	mother’s	involvement	
with witchcraft.182 

b.  Ritual Attacks 

Ritual attacks result from the belief that appealing to the supernatural will bring 
about fortune or power. In muti and juju practices, for instance, some believe 
that using body parts—and those of people with albinism in particular—make 
the practices more effective. These beliefs lead to violent attacks, including 
forced mutilation, dismemberment, and sex acts.183 These crimes increase at 
specific	times	of	year—including,	for	instance,	near	election	periods.184

It has been reported that miners use the bones of persons with albinism as 
amulets	or	bury	them	where	they	are	drilling	for	gold,	and	that	fishermen	
weave the hair of persons with albinism into their nets to improve their 
catches.
              Respondent from Tanzania
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Beyond muti and juju practices, the bodies of people with albinism are broadly 
believed to bring wealth and good luck and are therefore desired for use in 
various charms and potions.185 People are kidnapped, attacked, murdered, 
and mutilated.186 They are called derogatory terms such as “money,” “pesa,”187 
and “deal.”188 Healers in Burundi “concoct potions” made from the limbs of 
people with albinism for their clients “in search of success.”189 In Mozambique, 
where the hair of  people with albinism is believed to be gold, there is a 
growing business of stealing hair.190	 In	Ghana,	 children	 are	 sacrificed	 for	
bumper harvest or rituals related to power and riches.191 In Tanzania, these 
types of myths resulted in the murder of 76 people with albinism between 
2006 and 2015.192  

These practices have spread across countries in the last decade.193 People 
with	albinism	and	their	body	parts	are	being	trafficked	across	borders	for	these	
purposes,194 and black markets have developed at the national, regional, 
and international levels.195 In Kenya, people with albinism have been lured to 
Tanzania by the prospect of a job, only to be attacked once they arrive.196 In 
Burundi, more than 23 people with albinism have been killed and mutilated, 
with	the	aim	of	trafficking	their	bodies	for	rituals	in	Tanzania.197 Many attacks 
occur in rural areas, especially in regions that share a border with another 
country	in	order	to	facilitate	trafficking.198 

“Victim from attack” © UTSS
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Women and girls with albinism also experience ritual rape.199 There is a 
widespread belief that sexual intercourse with a person with albinism brings 
luck and cures diseases, including HIV.200 Women with albinism experience 
unwanted pregnancies as a result.201 Women often remain silent after these 
attacks,202 believing that abuses committed against them are normal.203 In 
fact, in some cases, women are congratulated for having “found a man”.204 
In	Burundi,	the	woman’s	family	will	often	oblige	the	perpetrator	to	live	with	
the woman.205
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Chapter 3: Access to Justice

i. Human Rights Overview 

Around the world, people with albinism struggle to access justice after being 
subjected to attacks, persecution, discrimination, and other human rights 
violations. Access to justice is a fundamental human right that is necessary 
for the protection and promotion of all other human rights.206 It ensures that 
all people whose rights have been violated have access to just and timely 
remedies,	 which	 are	 determined	 and	 enforced	 by	 the	 state’s	 appropriate	
legal authorities.207 Access to justice encompasses the right to a fair trial, 
which includes equal access to and equality before the courts.208 Access 
to justice is also an important tool to hold governments accountable for 
violations of economic, social, and cultural rights, such as the right to health 
or education.209

Each State Party to the present Covenant undertakes:

(a) To ensure that any person whose rights or freedoms as herein 
recognized are violated shall have an effective remedy, notwithstanding 
that	 the	 violation	 has	 been	 committed	 by	 persons	 acting	 in	 an	 official	
capacity;

(b) To ensure that any person claiming such a remedy shall have his right 
thereto determined by competent judicial, administrative or legislative 
authorities, or by any other competent authority provided for by the legal 
system of the State, and to develop the possibilities of judicial remedy;

(c) To ensure that the competent authorities shall enforce such remedies 
when granted.

        International Covenant on Civil and Political Rights, Article 2(3)

States Parties shall ensure effective access to justice for persons with 
disabilities on an equal basis with others, including through the provision 
of procedural and age-appropriate accommodations, in order to facilitate 
their effective role as direct and indirect participants, including as 
witnesses, in all legal proceedings, including at investigative and other 
preliminary stages.

 Convention on the Rights of Persons with Disabilities, Article 13(1)
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States need to take all necessary steps to provide fair, transparent, effective, 
non-discriminatory, and accountable services that promote access to justice 
for all.210 In order to ensure people with albinism can access justice on an 
equal basis with others, deliberate measures need to be taken to eliminate 
existing barriers, promote active participation, and provide accommodation 
through all stages of the legal process.211 As it currently stands, people with 
albinism—especially	 women	 and	 children	 with	 albinism—face	 significant	
barriers in accessing both the criminal and civil justice systems.212 Unlike the 
criminal justice system, in which the government initiates a legal proceeding 
against an individual, a civil case is between two private parties and is 
commenced when one party wrongs the other. The criminal justice system is 
the appropriate avenue for people with albinism who are victims of physical 
attacks and other violence, whereas the civil system is more appropriate for 
those who face discrimination by an employer or a service provider.

As a result of barriers to accessing justice, human rights violations against 
people with albinism (including physical attacks) often go unreported or 
unpunished by the law. 213 It is reported that in many African countries, only a 
fraction of attacks have been prosecuted. For instance, a report from Malawi 
showed that the majority of cases of grave crimes have inordinate delays 
and were yet to be prosecuted.214In Malawi, impunity manifests in the form of 
early release of perpetrators back into their communities, whether because 
of	 light	 sentences,	 release	on	bail,	 or	paying	of	 fines.	Perceived	 impunity	
contributes to feelings of injustice and reduces the deterrent effect of criminal 
law.215  

Without active government support, victim assistance and rehabilitation 
largely fall to civil society organizations to provide.216 People with albinism, 
particularly those in remote areas, may also be pushed toward seeking 
justice in the informal justice system because of these barriers. However, 
the informal justice system does not have the legal authority to impose 
appropriate punishments for severe crimes like murder.217

Barriers to accessing justice for people with albinism—including barriers related 
to access to information, structural and legal barriers, and socioeconomic 
and cultural barriers—are explored in more depth in the following sections. 
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ii. Access to Information 

People with albinism across the globe are prevented from accessing justice 
due to inaccessibility of information about their rights and how best to invoke 
them	 before	 legal	 authorities.	 Specifically,	 people	 with	 albinism	 struggle	
to	 find	 and	 receive	 legal	 information	 about	 the	 length,	 costs,	 available	
services or supports, and possible outcomes of legal proceedings.218 Access 
to	 information	 is	a	significant	element	of	access	 to	 justice.	When	 there	 is	
effective access to information and communication, people with albinism are 
empowered to know and defend their rights.219 In countries without adequate 
access to information, some people with albinism develop low self-esteem 
and are not motivated to assert their rights.220

States have a responsibility to promote accessible legal information to people 
with albinism at both an individual level and a societal level by using a variety 
of formats and modes of communication.221 In order for there to be access 
to information, legal information and documents must be both available and 
accessible to people with albinism. This means they must be easy to obtain, 
written in simple terms in the appropriate language, and available in a format 
that is accessible to those with visual impairment, at all stages of the legal 
process.222

In many parts of the Africa, people with albinism, especially those who live in 
rural areas, are generally unaware of their rights and the proper procedures to 
follow when seeking justice.223 Parents of children with albinism have limited 
access	to	information	regarding	their	child’s	rights	in	education;	for	instance,	
in Kenya, mothers are not always aware that accommodation is available 
for their children in school.224 Similarly, in the Americas and in some parts of 
Europe and Asia, people with albinism lack the information and know-how 
to access their entitlements and remedies and thus are unable to claim their 
rights. 

People with albinism are also generally unaware of any legislative protections 
or support (such as legal aid) that are available to them, including where to 
go to access such services.225 Although legal advice and support is available 
in Norway, people with albinism are not always informed of the existence 
of these resources.226 Despite	the	fact	that	there	is	an	ombudsman’s	office	
in each region of Colombia, through which all citizens have access to a 
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complaints mechanism, people with albinism do not have enough information 
about their rights to access these services.227

The inaccessibility of information about rights and remedies in some countries 
is largely due to a lack of public education and awareness-raising on the 
subject.228	Although	police	officers	have	 the	potential	 to	be	useful	 contact	
points for gaining information, interactions with law enforcement are not 
always	helpful	and	require	a	significant	amount	of	follow-up	by	the	person	
with albinism.229 

In these same countries, a lack of adequate funding further impairs the 
capacity of policy, judiciary and other institutions to provide accessible legal 
information.230 In order forStates to meet their obligations under international 
law, appropriate resources need to be allocated to ensuring people with 
albinism are informed about their rights and remedies available to them when 
their rights are violated. 

“The access to information with regards to rights is a challenge as most 
documents	are	written	in	English	and	generally	complex	yet	most	[persons	
with albinism] are not educated.” 

Respondent from Eswatini 

“Senator	Mwaura	of	Kenya	&	J.	Epelle,	CEO	TAF	Nigeria,	Action	on	Albinism	Forumn,	Dar	es	Salaam,	2016”	©	UTSS	
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iii. Structural and Legal Barriers 

Structural	and	legal	barriers	remain	a	significant	obstacle	to	access	to	justice	
for people with albinism. Legal systems should support people with albinism 
and facilitate the resolution of the complex and unique legal issues they face; 
instead, current legal systems often deny people with albinism justice or 
deter	them	from	even	trying	to	access	justice	in	the	first	place.	Courts	have	
denied justice to victims with albinism because of lack of evidence, confusing 
processes, loopholes in the law, or interference by the perpetrator in the 
proceedings.231

In some countries where people with albinism are at risk of physical attacks 
and violence, gaps in the law prevent people with albinism from accessing 
justice. For example, in some countries, existing laws do not criminalize the 
trafficking	of	non-organ	body	parts.	This	means	that	the	trafficking	of	limbs	of	
people with albinism may not technically be considered a crime in countries 
with that legislative gap.232	In	addition,	many	States’	laws	do	not	adequately	
address the issue of HPAWR. Even where adequate laws exist, enforcement 
is a continuing challenge.233	Across	countries	where	cross-border	trafficking	
of body parts occurs, there are limited means of ensuring cooperation among 
the law enforcement authorities of the involved countries, even though such 
cooperation is necessary to stop and prevent these acts.234 Further, many 
social and economic rights, such as the right to health or the right to education, 
are not capable of being enforced in most courts.235

Delay and long timelines in legal proceedings are common structural factors 
that prevent people with albinism from seeking remedies.236 In many countries 
in Africa, when a person with albinism is killed, attacked, discriminated 
against, or banished, local authorities and courts are often slow to proceed 
or simply do not follow up at all.237 For example, in Nigeria, a civil society 
organization decided to abandon a case they had brought against a woman 
accused of infanticide of a child with albinism after the judge continuously 
prolonged the case.238

The main challenge is the bureaucratic nature of the justice system. It 
is a long process and can be very exhausting and emotionally draining 
and embarrassing especially to victims of rape. Which is why most of the 
cases they decide not to report.

Respondent from Zimbabwe



A Human Rights Perspective47

In addition to delays, the capabilities (or lack thereof) and attitudes of 
authorities and legal personnel pose a challenge to accessing justice. Law 
enforcement	officers	often	lack	the	resources,	training,	or	skills	to	properly	
address and investigate human rights abuses against people with albinism, 
including with respect to the proper handling of evidence.239 In many countries, 
effective communication between the authorities and victims is lacking. In 
India, a report found that people with albinism who lodged complaints with 
local authorities over serious negative experiences were often not informed 
of any actions taken by the authorities related to their complaints.240 In the 
Democratic Republic of the Congo, authorities were  silent and secretive 
when dealing with a case of physical violence against a person with 
albinism.241 In Eswatini, reports of attacks against people with albinism were 
not taken seriously by law enforcement.242 In addition to law enforcement 
officials,	lawyers	and	other	legal	personnel	are	generally	not	trained	to	deal	
with	albinism-specific	issues.243

iv. Socioeconomic and Cultural Barriers 

People with albinism are deterred from accessing justice due to socioeconomic 
and cultural factors, such as stigma, discrimination, lack of family support, 
and costs.244 

Illiteracy and lack of education, which typically result in lower self-esteem 
and	self-confidence,	are	common	hurdles	 to	seeking	remedies,	given	 that	
justice systems are usually more accessible to the educated elite.245 This 
reaffirms	the	 importance	of	ensuring	the	right	 to	education	for	people	with	
albinism, as well as the interconnectedness of human rights generally.  

Many attacks committed against people with albinism go unreported because 
of	the	victim’s	fear	of	reprisals	by	the	perpetrators246 or because of the resulting 
stigmatization and discriminatory attitudes of family members and others 
in the community.247 In Nepal, people with albinism will choose not to seek 

Delayed justice is justice denied”: many murder cases involving the killing 
of persons with albinism have not been prosecuted to the end in law 
courts
              Respondent from Tanzania 
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justice because of a fear of speaking out against the community.248 In Fiji, 
societal pressure to withdraw complaints is likely a factor in the reluctance 
to report cases.249 Some people with albinism choose not to report crimes 
because of the embarrassment of having to recount the crime publicly; this 
is especially true when the perpetrator is a family member of the victim. In 
these cases, there is often indirect and direct pressure to settle the matter 
quietly, without the involvement of the formal justice system.250  

Another reason why crimes against people with albinism are underreported 
is because victims do not trust the police or the justice system.251 In 
Mozambique, when a crime is reported to the police, the police may disclose 
the	complainant’s	personal	information	to	the	accused.252 This undermines 
the	complainant’s	trust	in	the	legal	system	and	deters	people	from	reporting	
crimes	in	the	first	place.	

The costs associated with legal proceedings—including transportation costs 
to	court,	lawyers’	fees,	and	filing	fees—are	prohibitive	for	many	people	with	
albinism.253 In Uganda, the police charge a fee for making inquiries into an 
allegation, which is unaffordable for most people with albinism.254 Although 
general legal aid schemes are available in many countries, these programmes 
are not typically inclusive enough to facilitate access to justice for people with 
albinism	specifically. 255 States are responsible for ensuring that costs and 
other barriers to justice are eliminated or minimized for people with albinism. 

Women “whose spouses were involved in attacks against their child with 
albinism often face actual and threats of reprisal after testifying against 
their husbands in investigations of cases of attacks. Reprisal often comes 
from both the family of her husband and the community at large.

Respondent from Kenya
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Chapter 4: Right to Education 

i. Human Rights Overview

The right to universal education without discrimination of any kind is recognized 
in numerous international and regional human rights instruments.256 Education 
is	 an	 “empowerment	 right.”	 It	 promotes	 the	 full	 development	 of	 children’s	
abilities and potential257 and allows otherwise marginalized individuals 
to participate fully in society.258 The right to education encompasses (i) 
free, available, and compulsory primary education; (ii) generally available 
and accessible secondary education; and (iii) equitable access to higher 
education.259 At all levels, education must exhibit four features:260 

1. Availability:	There	must	 be	a	 sufficient	 school	 available	 throughout	
each state.261 

2. Accessibility: Schools must be accessible to all children. Accessibility 
includes buildings, playgrounds, hygiene and toilet facilities, educational 
materials, and support services.262

Education is both a human right in itself and an indispensable means of 
realizing other human rights.
        CESCR, General Comment 13 on the Right to Education

“Children in school, South Africa” © UTSS
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3. Acceptability: Education must be acceptable to the needs, cultures, 
and languages of all students.263

4. Adaptability: Education must be adaptable to the needs of all students, 
including those with different learning requirements.264 

States must take all measures to the maximum extent of their available 
resources toward the progressive realization of the right to education. In 
other words, States have a continuing obligation to move as quickly and 
effectively as possible towards its full realization.265 

People with albinism are consistently denied this right to education. 
“Discrimination, social stigma, superstitions and myths, violence, poverty, 
the absence of appropriate infrastructure, a lack of security and the absence 
of reasonable accommodation, learning material and methods, as well as a 
lack	of	sufficiently	trained	personnel,”	significantly	contribute	to	 low	school	
attendance and high dropout rates among people with albinism.266 This lack 
of	education,	or	adequate	education,	is	a	matter	of	life	and	death;	it	confines	
many people with albinism to poverty and dangerous jobs.267

“Young student, South Africa” © UTSS
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Inclusive education, enshrined in Article 24 of the CRPD, is key to achieving 
the right to education for people with albinism.268 Inclusive education 
recognizes that States must combat discrimination, recognize diversity, 
promote participation, and overcome barriers to learning and participation for 
all by focusing on the well-being and success of students with disabilities.269 
Achieving inclusive education involves:270

1. Reasonable accommodation: States must provide “reasonable 
accommodations” for all students to have access to education on 
an equal basis with others.271 Reasonable accommodations are 
adaptations that help combat discrimination in education and whose 
relevance and effectiveness outweigh expected costs.272 They 
include, for instance, enlarging print, allowing students to use assistive 
technology, or allowing a student more time.273 The failure to provide 
reasonable accommodation is discrimination.274

2. General and individual supports: States must ensure that students 
have general and individual supports to ensure they are able to get the 
most out of their education. General supports include having enough 
trained	teaching	staff	and	ensuring	access	to	financial	resources,	such	

The States Parties to the present Covenant recognize the right of 
everyone to education. They agree that education shall be directed to the 
full development of the human personality and the sense of its dignity, 
and shall strengthen the respect for human rights and fundamental 
freedoms. They further agree that education shall enable all persons to 
participate effectively in a free society, promote understanding, tolerance 
and friendship among all nations and all racial, ethnic or religious groups, 
and further the activities of the United Nations for the maintenance of 
peace.
                ICESCR, Article 13(1)

“Reasonable accommodation” means necessary and appropriate 
modification	and	adjustments	not	imposing	a	disproportionate	or	undue	
burden, where needed in a particular case, to ensure to persons with 
disabilities the enjoyment or exercise on an equal basis with others of all 
human rights and fundamental freedoms.
                CRPD, Article 2

“Young student, South Africa” © UTSS
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as scholarships.275 Individual supports include individual education 
plans that set out what the student will need.276 States must also provide 
specific	support	for	people	with	certain	impairments.	Specific	support	
includes, for example, orientation and mobility skills development for 
blind and partially sighted students.277  

 

3. Trained teachers: States must ensure that teachers are trained to 
effectively work in an inclusive environment. General Comment 4 
encourages States to recruit and train teachers with disabilities to 
promote non-discrimination and equality, provide expertise in teaching 
students with disabilities, and serve as role models.278

Inclusive education recognizes that even though States are called on to 
progressively realize the full scope of the right to education, they do have 
certain immediate obligations. States have an immediate obligation to 
achieve non-discrimination, reasonable accommodation, and compulsory 
and free primary education for all. 

In realizing this right, States Parties shall ensure that:

(a) Persons with disabilities are not excluded from the general education 
system on the basis of disability, and that children with disabilities are not 
excluded from free and compulsory primary education, or from secondary 
education, on the basis of disability;

(b) Persons with disabilities can access an inclusive, quality and free 
primary education and secondary education on an equal basis with others 
in the communities in which they live;

(c)	 Reasonable	 accommodation	 of	 the	 individual’s	 requirements	 is	
provided;

(d) Persons with disabilities receive the support required, within the 
general education system, to facilitate their effective education;

(e) Effective individualized support measures are provided in environments 
that maximize academic and social development, consistent with the goal 
of full inclusion.
          CRPD, Article 24(2)
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ii. Non-Discrimination 

In most regions, people with albinism face discrimination inside and outside of 
the classroom, which interferes with their right to education. In many regions, 
parents do not send their children to school due to discriminatory beliefs. 
In some African countries, for instance, children with albinism are hidden 
at home and are not sent to school simply due to their albinism.279 In some 
South American countries, parents withhold their children with albinism from 
school, based on the belief that their low vision and condition renders them 
incapable of succeeding in a school environment.280 In Haiti, parents do not 
send their children with albinism to school because they believe that it is a 
waste of money given the perception that people with albinism have a shorter 
life expectancy.281 In Colombia, girls and boys with albinism are withdrawn 
from	school	at	a	young	age	and	confined	at	home	or	forced	to	support	the	
family.282 In parts of Asia, some families choose not to send their children with 
albinism to school because they see them as a burden.283

Even when attempts are made to send children with albinism to school, 
children with albinism are sometimes unable to gain admission. In certain 
African countries, children with albinism are rejected by school authorities 
on the misconception that they are unable to learn or that they have ‘special 
needs.’284 In Colombia, some institutions refuse access to classrooms for  
people with visible differences .285 In India, people with albinism sometimes 
have	 difficulty	 gaining	 admission	 to	 schools	 due	 to	 objections	 from	 other	
students’	parents	who	believe	that	albinism	is	contagious.286 Some people with 
albinism also face delays in their admission to school because of objections 
from teachers and discrimination based on physical appearance.287

Students with albinism who are able to access school face discrimination and 

Since children with albinism cannot read on the board when the teacher 
writes, they must get up from their chair and this interferes with the non-
albino classmates. Because of this, the child with albinism can be attacked 
with insults, teasing, criticism and any kind of psychological violence. This 
causes the child to think more than twice whether or not he or she will get 
up from his or her post to look and in the future will be a fearful adult who 
does not know how to ask for help or assert his or her rights.
              Respondent from Colombia
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stigma	in	the	classroom	from	peers,	teachers,	and	members	of	the	school’s	
administration.288	In	Burundi	and	Côte	d’Ivoire,	there	are	reports	that	other	
students refuse to play with children with albinism, at times on the orders of 
their parents.289 In Uganda, a survey revealed that pregnant teachers were 
afraid of students with albinism based on prevailing myths.290 In Guatemala, 
children suffer physical violence at school.291 In India, students face isolation 
from their peers and rude behavior from teachers and students alike.292 In 
Japan, due to school regulations, students with albinism are forced to dye 
their hair black.293 In Pakistan, people with albinism often face discrimination 
in education settings, from primary school through to university and college, 
due to their appearance and low vision.294	 In	Europe,	 the	Pacific,	and	 the	
Middle East, there are reports that children with albinism experience name-
calling,295 physical violence and verbal abuse,296 bullying, and stigma. 297

iii. Reasonable Accommodation 

Around the world, there is little to no reasonable accommodation for students 
with albinism.298 In many African countries, governments and schools do not 
provide adaptive devices to students, such as large print reading materials 
or glasses.299 In Sierra Leone, for instance, 57% of school-age respondents 
said that their schools did not provide them with the necessary support and 
accommodation to enable them to access education on equal terms with 
others.300 Reading materials are provided in inaccessible formats.301 For 
example, books are printed in small font, which people with albinism have 
difficulty	 reading.302 Students are not always given additional time during 
exams.303 

In many South American countries, the lack of accommodation for low 
vision	is	considered	the	most	significant	barrier	to	education.304 Even where 
services and accommodations are available, students with albinism do 
not always receive them. In some cases, students with albinism and their 
schools are unaware of the availability of such services.305 For instance, in 
Zimbabwe, large print materials are available upon request, but students 
with albinism are not aware that they can access these materials; it falls on 
the teachers to request them.306 Teachers are also sometimes unwilling to 
accommodate or they respond negatively to requests for accommodation.307 
In Colombia, there is no formal education protocol for persons with albinism; 
accommodation and inclusivity measures are at the discretion of each school. 
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This has resulted in both positive and negative experiences for students with 
albinism, depending on the school and the community.308

In many of these regions, teachers simply lack any knowledge or 
understanding of albinism, including the vision challenges309 and the risks 
of sun exposure.310 Teachers do not know how best to support students with 
albinism,311 and do not invest time to help students with albinism succeed 
in the classroom.312 In Zambia, due to the belief that people with albinism 
will eventually lose their vision fully, children with albinism are taught Braille 
in primary school and usually attend separate schools for people with 
visual impairment.313 In Mozambique, children are required to participate in 
outdoor physical education, which exposes them to the sun.314 In Uganda, 
students with albinism are not allowed to put on their wide-brimmed hats 
during outdoor classes,315 and they are prevented from wearing long-sleeve 
shirts.316 Similarly, in Argentina and Haiti, students with albinism are not 
accommodated in classes with outdoor activity.317 

In much of Europe and Asia, 
reasonable accommodations and 
supports are guaranteed in law. 
However, in practice, students do 
not always receive these supports. 
In many European countries, for 
instance, accommodative devices 
and support are available for students 
with albinism through statute,318 
usually free of charge.319 However, 
teachers are unaware of the needs of 
people with albinism as they relate to 
their visual impairments.320 In Norway, 
the laws that ensure accommodation 
in	 school	 environments	 are	 difficult	
to navigate, and students struggle 
to obtain appropriate visual aids 
and other learning resources.321 In 
Slovenia, the process to request 
adaptive devices can be lengthy.322 
In the United Kingdom and Ireland, parents are sometimes required to 

“Sisters, UK” © Rick Guidotti
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proceed through the education tribunal system to guarantee support for their 
children.323 In Turkey, there are legislative provisions for accommodation, but 
implementation of the legislation is not consistent.324

In many Asian countries, accommodations and adaptive devices for students 
are available upon request.325 However, there is a lack of specialists with 
knowledge of visual impairment in schools, and teachers are generally 
unaware of how to support students with low vision and photophobia.326 
Additionally, students are placed in classes with 50 students, which typically 
means teachers are not able to accommodate them.327

iv. Primary education 

Partly due to the barriers detailed above, many countries are failing to 
provide free primary education to children with albinism. Discrimination leads 
to depression, demotivation, and isolation.328 This contributes to a pattern 
of low school attendance and high dropout rates.329 Similarly, a lack of 
accommodation leads to poor academic performance,330 which contributes 
to low self-esteem and diminished ambition.331 Ultimately, students with 
albinism drop out.332 

In	Africa,	 lack	of	financial	support	 is	another	major	barrier.333 Children with 
albinism are often unable to pay tuition,334 unable to afford uniforms and 
supplies to protect themselves from the sun,335 and unable to afford eyewear, 
which leads to many dropping out of school.336 Additionally, many children 
do not attend school because of risks to their health and safety.337 Children 

There	is	no	specific	consultancy	available	for	the	children	with	albinism	at	
the	schools,	as	a	result	the	teachers/directors	don’t	know	and	understand	
the	requirements	well	enough	to	help	to	these	children.	Parents	also	don’t	
have	sufficient	information	on	the	requirements	and	most	of	them	don’t	
know information about their rights as well. As an example, the legislation 
allows children with disabilities in general to have an additional education 
hours after the school. The objective is to provide 1-1 education and to 
close	the	gap	on	the	education	if	any.	But	most	of	the	schools	don’t	have	
enough	capacity	on	personnel	 to	execute	 it;	most	of	 the	parents	don’t	
have knowledge about their rights.
          Respondent from Turkey
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who have to travel long distances to school are often forced to drop out of 
school because of threat or fear of attacks,338 or because of the risks of sun 
exposure while walking to school.339 Many parents withhold their children, 
especially girls, from school or have them start at a later age because of fear 
of	attacks	or	 prejudice,	 or	 due	 to	 concerns	about	 their	 children’s	 learning	
ability.340 In Malawi, most parents do not send their daughters with albinism 
to school.341 

The challenges inside and outside of the classroom mean that children with 
albinism are unable to complete their schooling;342 consequently, many have 
low levels of education.343 In Burkina Faso, 30% of girls with albinism do 
not	finish	primary	school.344 In Burundi, 56% of people with albinism have 
not completed their schooling345	and	20%	of	girls	with	albinism	do	not	finish	
primary school.346 In Zambia, people with albinism have a literacy rate of 66% 
compared to the national average of 92%,347 and only half the population 
of people with albinism complete an education level greater than primary 
school.348	In	a	small	survey	(n	=	44)	of	children	with	albinism	under	18	years	
old in Colombia, 17% of respondents neither studied nor worked.349 In a 
census of people with albinism in Paraguay, 11% of the children did not 
attend school compared to the national average of 89.350 
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Chapter 5: Right to Work and an Adequate Standard of Living 
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Article 6

1. The States Parties to the present Covenant recognize the right to work, 
which includes the right of everyone to the opportunity to gain his living by 
work which he freely chooses or accepts, and will take appropriate steps 
to safeguard this right.

2. The steps to be taken by a State Party to the present Covenant to 
achieve the full realization of this right shall include technical and 
vocational guidance and training programmes, policies and techniques 
to achieve steady economic, social and cultural development and full 
and productive employment under conditions safeguarding fundamental 
political and economic freedoms to the individual.

Article 7

The States Parties to the present Covenant recognize the right of everyone 
to the enjoyment of just and favourable conditions of work which ensure, 
in particular:

(a) Remuneration which provides all workers, as a minimum, with:

 (i) Fair wages and equal remuneration for work of equal value 
without distinction of any kind, in particular women being guaranteed 
conditions of work not inferior to those enjoyed by men, with equal 
pay for equal work;

(ii) A decent living for themselves and their families in 
accordance with the provisions of the present Covenant;

(b) Safe and healthy working conditions;

(c) Equal opportunity for everyone to be promoted in his employment to 
an appropriate higher level, subject to no considerations other than those 
of seniority and competence;

(d) Rest, leisure and reasonable limitation of working hours and periodic 
holidays with pay, as well as remuneration for public holidays

     International Covenant on Economic, Social and Cultural Rights
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i. Human Rights Overview
Right to work: The right to work is guaranteed to people with albinism 
in various human rights treaties, most notably in Articles 6 and 7 of the 
ICESCR.351 The right to work means the right to freely accept or choose work 
and the right not to be unfairly deprived of work.352 Work must be “decent 
work,” meaning:

“…[W]ork that respects the fundamental rights of the human 
person as well as the rights of workers in terms of conditions 
of work safety and remuneration. It also provides an income 
allowing workers to support themselves and their families...
These fundamental rights also include respect for the 
physical and mental integrity of the worker in the exercise of 
his/her employment.”353

 
Relatedly, everyone has the right to “just and favourable conditions of work,” 
such as fair pay and safe and healthy working conditions.354 These rights 
apply to everyone and to all forms of work, including workers in the informal 
sector, unpaid workers, self-employed workers, domestic workers, and 
agricultural workers.355 

People	 with	 albinism	 face	 many	 difficulties	 in	 accessing	 employment,	
including discrimination, unaccommodating work environments, fear of 
attacks,	 illiteracy,	and	 lack	of	qualifications	or	education.356  Due to these 
barriers, many people with albinism around the world are unemployed or 
precariously employed, with many forced to work low-paid, short-term jobs in 
the informal sector.357 The informal sector consists of economic activities that 
are not regulated or protected by the government; this means that people 
employed within the informal sector do not have full access to laws and 
systems	 that	 protect	 workers’	 rights.	 In	 the	 Brazilian	 state	 of	 Bahía,	 only	
10% of people with albinism are employed in the formal sector.358 In Ghana, 
many people with albinism work in agriculture or sell wares in the market.359 
In Zambia, 46% of working-age people with albinism are self-employed, and 
the majority of people with albinism (71% for males and 80% for females) are 
employed	in	the	agriculture,	forestry,	and	fishing	sectors.360 In India, a survey 
of people with albinism revealed that 22% of respondents were unemployed, 
18% were daily-wage labourers, and 11% were employed part-time.361
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The right to work interacts with many other human rights. Barriers to other 
rights can hinder access to employment. For example, in many countries, 
people with albinism are unable to secure work in the formal sector because 
they	lack	the	qualifications	required	for	the	job	as	a	result	of	challenges	they	
have faced in accessing education.362 

Right to adequate standard of living: The right to an adequate standard of 
living	is	strongly	linked	to	the	fulfillment	of	the	right	to	work—without	decent	
employment, a person with albinism may be unable to achieve an adequate 
standard of living for themselves or their families.363	Specifically,	the	right	to	
just and favourable conditions of work requires that compensation provide 
a decent living for workers and their families.364 The right to an adequate 
standard of living encompasses adequate food, clothing, housing, clean 
water, and other living conditions.365   

Challenges faced in accessing education, lead to the myth that people 
with albinism are not intelligent. Hence, most companies are not keen to 
employ people with albinism. Couple that with the myths surrounding the 
whole condition in general, no one is willing to work side by side with a 
person with albinism.
            Respondent from Zimbabwe

1. The States Parties to the present Covenant recognize the right of 
everyone to an adequate standard of living for himself and his family, 
including adequate food, clothing and housing, and to the continuous 
improvement of living conditions. The States Parties will take appropriate 
steps to ensure the realization of this right, recognizing to this effect the 
essential importance of international co-operation based on free consent.
           ICESCR, Article 11

1. States Parties recognize the right of persons with disabilities to an 
adequate standard of living for themselves and their families, including 
adequate food, clothing and housing, and to the continuous improvement 
of living conditions, and shall take appropriate steps to safeguard and 
promote the realization of this right without discrimination on the basis of 
disability.
              CRPD, Article 28
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People with albinism often occupy the lowest socioeconomic level due to 
persistent marginalization and discrimination.366 In Uganda, people with 
albinism in rural areas were found to be generally poorer than their immediate 
neighbours.367 In Burkina Faso, 90% of women with albinism and 65% of 
mothers of children with albinism live in poverty,368 while in Ecuador, the 
poverty rate for women with albinism and mothers of children with albinism 
is reported to be as high as 40%.369 In some African countries, people with 
albinism are unable to access secure housing due to discrimination from 
landlords, family, and other members of the community.370 This, in turn, 
increases their vulnerability to attacks.371 

Ensuring the right to an adequate standard of living—and the interconnected  
right to work—is a fundamental obligation of the State. The following sections 
explore existing barriers to these rights, including discrimination, occupational 
health and safety, accommodation, and social security. 

1. States Parties recognize the right of persons with disabilities to work, 
on an equal basis with others; this includes the right to the opportunity to 
gain a living by work freely chosen or accepted in a labour market and 
work environment that is open, inclusive and accessible to persons with 
disabilities. States Parties shall safeguard and promote the realization 
of the right to work, including for those who acquire a disability during 
the course of employment, by taking appropriate steps, including through 
legislation, to, inter alia:

a) Prohibit discrimination on the basis of disability with regard to all matters 
concerning all forms of employment, including conditions of recruitment, 
hiring and employment, continuance of employment, career advancement 
and safe and healthy working conditions…
              CRPD, Article 27
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ii. Non-Discrimination 

Despite being prohibited by international law,372 multiple and intersecting 
discrimination on the basis of colour and disability remains a barrier for people 
with albinism when trying to obtain and maintain employment. As a result 
of	this	discrimination,	many	qualified	people	with	albinism	are	unemployed,	
often resulting in depression and self-esteem issues.373

During both the hiring process and the ongoing employment relationship, 
people with albinism experience discrimination, harassment, isolation, 

The biggest problem that we suffer people with albinism is discrimination 
in different areas, both socially, as in education, health and especially 
in the workplace; on this point, it is unavoidable the mistreatment and 
discrimination on the part of the eventual employers towards the albino 
people, which causes a very high rate of unemployment among this 
group; we believe that this situation is due to the lack of knowledge on 
the subject added to the beliefs based on myths about albinism. No less 
serious is the fact that, at an educational level, the lack of knowledge 
and lack of understanding is notorious, which leads to a poor adaptation 
of people with albinism to the school environment, which leads to an 
eventual school dropout and later incompetence. 
              Respondent from Argentina

“Brothers and lawyers Dr. Abdallah Possi (L) and Dr. Ally Possi (R)” 
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and other mistreatment by employers and fellow employees alike, due 
to misconceptions and myths about albinism.374 People with albinism are 
sometimes denied job opportunities on the basis of the colour of their skin 
and physical appearance.375 In Japan, people with albinism have failed 
job interviews because of the colour of their hair and have been forced 
to dye their hair black by their employers.376 In some countries in Africa, 
employers—particularly those in the food and hospitality industries377—do not 
hire people with albinism because they are concerned that they may “scare 
away” potential customers or create a perception of contagion.378 People 
with albinism who operate their own businesses face similar discrimination 
from potential patrons, resulting in a loss of business.379 In Eswatini, there is 
a	myth	that	a	person	with	albinism	will	disappear	and	not	return	the	patron’s	
change.380

Other times, employers  refuse to hire people with albinism because of their 
disability.381	Employers	often	conflate	disability	with	inferiority	or	incompetency	
and	make	negative	assumptions	about	people’s	abilities	in	the	workplace.382 
As	well,	people	with	albinism	face	difficulties	securing	a	job	because	some	
employers are unwilling to provide accommodation.383 The refusal to provide 
accommodation for a person with a disability is an act of discrimination 
according to the CRPD. In Colombia, some employers are unwilling to hire 
people with albinism because they do not want to be liable if the person 
suffers burns or other skin damage on the job.384  

“My	situation	was	not	all	 that	bad,	 there	 is	no	 job	 I	 can’t	do	but	some	
people	on	looking	at	our	bodies,	think	we	[persons	with	albinism]	are	too	
weak to work.”
                    Respondent from Uganda

Employers	evaluate	[people	with	albinism]	as	disabled	people	and	do	not	
want	to	work	with	or	try	to	assign	to	unqualified	jobs.	Visual	impairment	
is the biggest barrier in employment as none of the employers desire to 
provide	additional	contributions	for	[people	with	albinism].	
          Respondent from Turkey

Many employers shun from engaging PWAs to work in their company 
with the reason that they do not have the capacity to perform and also 
they may scare away potential customers. 
          Respondent from Ghana
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In some cases, particularly in private companies, employees with albinism 
in certain countries in Africa are vulnerable to sexual harassment and ritual 
rape by employers due to the belief that such acts bring wealth and good 
luck in business.385

iii. Occupational Health and Safety and Reasonable 
Accommodation 

People with albinism face challenges in obtaining and maintaining employment 
because of occupational health and safety hazards and because of a lack of 
accommodation by employers to minimize the risk of these hazards. Due to 
their vision impairments and increased susceptibility to skin cancer, people 
with albinism require work environments that are accessible and responsive 
to their health needs. For instance, people with albinism may require optical 
aids or sun protection gear to safely perform their work. A safe and healthy 
work environment is a fundamental aspect of the right to just and favourable 
conditions of work, and is closely connected to other rights, such as the right to 
health.386 In order to fully enjoy their right to work on an equal basis with others, 
workers with disabilities, including people with albinism, require accessible 
workplaces; they should not be denied reasonable accommodation.387 

Across the globe, the occupational health and safety of workers with albinism 
is threatened by a lack of reasonable accommodation for vision impairment 
and vulnerability to ultraviolet-induced skin damage.388 Because of illiteracy 
and	a	lack	of	educational	qualifications,	people	with	albinism	are	often	only	
qualified	 for	 jobs	 that	 involve	 working	 outdoors	 (such	 as	 peddling	 wares	
or agriculture) and for which they are not provided sun protection gear; as 
a result, working increases their risk of skin cancer.389 In some countries, 
people with albinism cannot work early morning or night shifts because 
of fear or threat of attacks, thus limiting their income potential.390 Without 
reasonable accommodations, people with albinism are forced to choose 
between unemployment or grave risks to their health and safety. 

The low level of education of the PWAs in the large north, the prevailing 
poverty has made them assisted or living small jobs without real 
qualifications.	 In	 addition,	 there	 is	 also	 discrimination	 in	 hiring	 due	 to	
prejudices and also the need to adapt the workstation; a PWA that works 
on a computer needs to place the magnifying glass or zoom in strongly to 
see the writings that are displayed there.
            Respondent from Cameroon
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Refusal to adapt the workplace for people with albinism is a prohibited act 
of disability-based discrimination.391 In many parts of the world, people with 
albinism are effectively barred from employment when prospective employers 
are unwilling to make accommodations for them.392 In some European 
countries, employers are more hesitant to hire a person with albinism because 
of	the	perceived	difficulties	involved	in	accommodating	an	employee	with	a	
disability.393 In Australia, people with albinism sometimes face the challenge 
of having to convince employers that they are indeed capable of working, 
as	a	result	of	the	employer’s	misconceptions	about	albinism-related	vision	
impairment.394

iv. Economic Empowerment and Social Security 

In order for people with albinism to escape the cycle of poverty, resources 
must be invested in economic empowerment activities and social security 
programmes. Multiple and intersecting discrimination prevents people with 
albinism from pulling themselves out of poverty on their own. For example, 
people with albinism—particularly women with albinism—are sometimes 
unable to secure loans to start their own business because they do not 
have enough credit or assets required for the loan application as a result 
of subsisting poverty and unemployment.395 In other cases, people with 
albinism miss out on economic opportunities when they are disinherited by 
family members because of their condition.396

Social security is an important element of the right to work and to an 
adequate standard of living because it compensates for a lack of work-related 
income.397 According to the CRPD, States must ensure access to social 
protection and poverty reduction programmes for people with albinism.398 In 
some	parts	of	the	world,	social	benefits	are	readily	available	to	people	with	
albinism.399	In	Denmark,	for	example,	financial	aid	is	provided	to	families	until	
the child reaches the age of 18 in order to offset any costs arising from their 
condition.400 The Ministry of Local Government, Housing and Environment in 
Fiji is involved in partially writing off loans for people with disabilities in dire 
financial	situations.401  

The private sector is still reluctant to employ people with albinism on the 
pretext that they would not be effective because of their fragile condition. 
There are very few initiatives giving the opportunity for people with albinism 
to	benefit	from	activities	generating	income.	
        Respondent from Cote D’Ivoire
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However, in many other countries, social assistance schemes are generally 
weak.	 In	 Nigeria,	 there	 is	 no	 inclusive	 financial	 benefit	 for	 people	 with	
albinism.402 Even in countries where social security programmes do exist, 
people	with	albinism	lack	knowledge	about	how	to	access	these	benefits.403 
In Brazil, the social assistance program for people with disabilities who are 
unemployed,	 Benefício	 de	 Prestação	 Continuada	 (BPC),	 is	 relied	 on	 by	
many	people	with	albinism.	However,	accessing	the	BPC	program	is	difficult	
because people with albinism do not always meet the disability test. As a 
result, people with albinism often have to initiate a court process to receive 
the	benefits.404 In line with their responsibility to ensure the right to work and 
an adequate standard of living, governments have an obligation to ensure 
that social security programmes are robust and accessible to people with 
albinism.

“Twins with their big sister, Brazil” © annapmm
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Chapter 6: Right to Health

i. Human Rights Overview 

International law guarantees people with albinism the right to the highest 
attainable standard of physical and mental health.405 The right to health 
extends beyond just the right to health care and includes a variety of underlying 
socioeconomic	factors	that	contribute	to	an	individual’s	health,	such	as	food,	
housing, water, working conditions, and the environment.406 However, the 
right to health does not mean the right to be healthy—rather, it is the right to 
enjoyment of facilities, goods, services, and conditions that are necessary 
to achieve the highest attainable level of health.407 This means that States 
have an obligation to provide health facilities, goods, and services that are 
available	in	sufficient	quantity,	accessible	to	everyone	without	discrimination,	
medically and culturally acceptable, and of good quality.408 The right to health 
also includes the right to prevention and treatment of illnesses, the right to 
essential medicines, access to health-related education and information, 
and public participation in health-related decision-making at the national and 
community levels.409

 
The right to health is particularly important to people with albinism given the 
health	complications	they	often	experience.	Insufficient	pigment	(melanin)	in	
their eyes and skin can result in sensitivity to bright light, visual impairment, 
and increased susceptibility to ultraviolet-induced skin damage, including 
skin cancer.  

Adequate health-related resources are essential not only to the right to 
health but to the enjoyment of many other rights as well. Without access 
to health-related resources for their conditions, people with albinism cannot 
fully enjoy the right to life, education, or work. For instance, without access 
to sun protection products, people with albinism may be unable to accept 
employment that takes place predominantly outdoors, thereby limiting their 
ability to achieve an adequate standard of living. Likewise, when their right 

The States Parties to the present Covenant recognize the right of everyone 
to the enjoyment of the highest attainable standard of physical and mental 
health.
 International Covenant on Economic, Social and Cultural Rights, 
Article 12(1)
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to education or their right to work is impeded or violated, their right to health 
will be challenged as well. In Kenya, due to discrimination and barriers to 
enjoying the right to work, people with albinism are often only able to secure 
outdoor work in the sun, which places them at a higher risk of skin cancer.410   

Unfortunately, across the globe, people with albinism continue to face a 
number of barriers to fully realizing the right to health. These challenges 
range from inaccessible health care, to a lack of knowledgeable health care 
practitioners, to inadequate government intervention. These barriers, outlined 
in the following sections, can have dire effects on the life expectancy and 
quality of life for people with albinism. In Brazil, for example, life expectancy 
for people with albinism is estimated to be as low as 33 years of age due to 
skin cancer. 411 

ii. Accessibility

“In	 the	 DRC,	 these	 challenges	 [to	 access	 to	 health]	 are	 compounded	
by	many	 other	 problems,	 including	 instability	 armed	 conflicts,	 extreme	
poverty, displaced populations, the absence of specialists in dermatology 
and the lack of basic training in dermatology for dermatologists, 
health professionals in general, the lack of access to sun protection or 
dermatological drugs in the country, and lack of support organizations for 
the dermatology or albinism.
                Respondent from Democratic Republic of the Congo

In the south, in the semi-arid region, the biggest problem is the burning 
sun, the desert, the lack of water, the painful life of the populations in 
which, on departure, the populations know beforehand that albinos have 
no chance of surviving to old age.
          Respondent from Angola

The costs of health care services are very high for the people with 
albinism in our country. The cost of consultation, skin care products and 
other related care are inaccessible. There is no health insurance for the 
people with albinism. There are no early medical interventions. This is 
why many cases of skin cancer are detected every year. The situation 
in rural and remote areas is even more critical. Because the specialists 
(dermatologists and ophthalmologists) can only be found in some urban 
centers. 
       Respondent from Burkina Faso
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Globally, many people with albinism are unable to access basic and necessary 
health care facilities, goods, and services.412 Some of the barriers that impede 
access to health care include poverty,413 prohibitive costs,414 geography, 
bureaucracy and length of waiting times,415 and social exclusion.416 In some 
regions of the United Republic of Tanzania, only 43% of people with albinism 
have access to health services.417 In Paraguay, only 5% of people with 
albinism reported that they had consulted a dermatologist at least once in 
their lives, and only 35% had visual aids.418 Inaccessibility of health care can 
lead to serious consequences for people with albinism. In Haiti, for example, 
barriers to health care prevent people with albinism from accessing services 
until their cancer is very advanced.419

Accessibility is a foundational element of the right to health. It is composed 
of four overlapping components: non-discrimination, physical accessibility, 
economic accessibility, and information accessibility.420 

a. Non-discrimination421

People with albinism face multiple and intersecting discrimination due 
to colour, disability, and gender, which prevents them from fully enjoying 
their right to health. The International Covenant on Economic, Social and 
Cultural Rights, the Convention on the Rights of Persons with Disabilities, 
and the International Convention on the Elimination of All Forms of Racial 
Discrimination all guarantee the right to health without discrimination.422 
Non-discrimination ensures that health facilities, goods, and services are 
available to everyone, especially vulnerable or marginalized groups, without 
discrimination based on one or more of the prohibited grounds, which include 
race, colour, sex, disability, and health status.423 Discrimination can be overt—
such	 as	 a	 doctor’s	 	 refusal	 to	 treat	 a	 person	 because	 of	 their	 albinism—
or it can be covert. For instance, a lack of large-print health information or 

States Parties recognize that persons with disabilities have the right 
to the enjoyment of the highest attainable standard of health without 
discrimination on the basis of disability. States Parties shall take all 
appropriate measures to ensure access for persons with disabilities 
to health services that are gender-sensitive, including health-related 
rehabilitation…

Convention on the Rights of Persons with Disabilities, Article 25
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medical forms may not be intended to discriminate against those with visual 
impairment, but may nevertheless have the effect of preventing people with 
albinism from accessing health care on an equal basis with others. For these 
reasons, States have a duty to provide reasonable accommodation with 
respect to the visual impairment of people with albinism. 

In many regions of the world, colour- and disability-based discriminatory 
attitudes of health care professionals deter people with albinism from 
accessing health services.424 Health professionals sometimes turn people 
with albinism away because of fear of contagion or bad luck, or because they 
find	people	with	albinism	visibly	 repugnant	or	undeserving	of	 treatment.425 
In Colombia, health care professionals sometimes refuse to communicate 
with	a	patient	with	albinism	directly	and	instead	only	address	the	person’s	
companion, based on the belief that the person with albinism is a foreigner 
due to their skin colour; in other cases, health workers refuse to treat people 
with albinism altogether due to these misconceptions.426 In some countries 
in Africa, people with albinism have reported that health care providers treat 
them inhumanly,427 ignore them,428 or are afraid to attend to them.429 In India, 
people with albinism face discrimination from physicians and health care 
workers due to a lack of understanding of albinism and its cause.430

People with albinism who are living with HIV/AIDS face an additional layer 
of discrimination because of their health status. In some countries, the 

rate of HIV/AIDS in people with albinism is 
disproportionately high because of prevailing 
myths that sexual intercourse with a woman 
with albinism can cure HIV/AIDS. However, 
people with albinism may be unable or 
unwilling to access treatment because of the 
stigma associated with HIV/AIDS or because 
they are excluded from mainstream HIV 
programmes.431 States have an obligation to 
ensure health care is equally accessible to all 
people with albinism, including those living 
with HIV/AIDs. 

“Boy from India” © Brent Stirton
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b. Physical accessibility 

From Fiji to Haiti to Eswatini, people with albinism across the globe face 
physical and geographical barriers to health care, particularly in rural and 
remote areas.432 Physical accessibility means that health facilitates, goods, 
and services must be within safe physical reach for everyone, especially for 
vulnerable and marginalized groups.433 States have a responsibility to ensure 
that health care is made available as close as possible to the communities 
in which people with albinism live. In countries across Africa, people with 
albinism	 face	 difficulties	 physically	 accessing	 skin	 care	 and	 sun	 damage	
prevention resources.434 For instance, in Kenya, Malawi, and Tanzania, the 
distribution of sunscreen does not always reach people with albinism in 
remote areas.435 The inaccessibility of sunscreen is exacerbated by a lack 
of availability of these products.436 In Nepal, the geographical diversity of 
the	country	constitutes	a	significant	barrier	to	accessing	health	care—many	
people with albinism have to travel miles in order to obtain any treatment.437  

c. Economic accessibility (Affordability)

A lack of economic accessibility is a common barrier faced by people with 
albinism around the world.438 Economic accessibility means that health 
facilities, goods, and services, whether publicly or privately provided, must be 
affordable for all.439 However, due to poverty and the high cost of products and 
services, health care remains inaccessible for people with albinism across 
the	globe.	Specifically,	many	people	with	albinism	are	unable	to	afford	the	
costs of eyeglasses, contact 
lenses, optical aids, sunscreen 
and other sun protection, and 
screening services.440 In the 
Bhatti tribe in Pakistan, people 
with albinism are exposed to 
high ultraviolet radiation but 
are unable to afford sunscreen 
or protective clothing, which 
leads to severe sunburns—a 
first	step	in	the	development	of	
skin cancer.441 

“Members of the Bhatti tribe, Pakistan” © Iranian Journal of 
Dermatology
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States have a special obligation to provide health insurance to those who 
cannot afford health care.442 However, in many countries, publicly provided 
health insurance for albinism-related conditions is unaffordable or offers 
inadequate coverage.443 Services and products required by people with 
albinism are often excluded from free medical coverage and mandatory 
public health plans,444 and sometimes even from private insurance plans.445 

Often people with albinism are excluded from insurance coverage because 
they do not meet the required disability threshold.446 In Japan, for example, 
people with albinism with high visual acuity are not always recognized 
as a person with a disability. —As a result, information has shown that 
approximately 60% of infants with albinism cannot obtain a Disability 
Certificate	 from	 the	 Japanese	 government,	 and	 so	 do	 not	 receive	 formal	
government support.447 In Turkey, disability designation assessments, which 
determine the amount of support and coverage people with albinism receive, 
are often inconsistent and vary depending on the hospital and the knowledge 
of the medical professional carrying out the assessment.448

In	other	cases,	medical	insurance	exists	but	is	insufficient	to	meet	the	needs	
of people with albinism, in terms of both the availability and the quality of 
covered assistive devices and products.449 Although people with albinism in 
Italy	are	eligible	for	additional	health	benefits,	there	are	disparities	between	
regions with respect to the accessibility and quality of sun protection products; 
as a result, people with albinism in some regions of the country receive much 
lower quality sunscreen than others.450 

As well, sometimes discretionary coverage is denied because health care 
professionals lack an understanding of albinism. For instance, in Colombia, 
some dermatologists refuse to provide sunscreen for free because they 
consider it a “beauty product” and do not recognize the necessity of 
sunscreen for people with albinism.451 In order to get coverage for these 
products and services, legal proceedings are required.452 Similarly, in the 
United Kingdom and Northern Ireland, people with albinism are usually able 
to receive sunscreen free of charge through a prescription, but this can be 
sometimes	difficult	to	obtain.	.453
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d. Information accessibility 

Many of the barriers to the right to health faced by people with albinism arise 
due to a lack of information accessibility. Information accessibility means the 
“right to seek, receive and impart information and ideas concerning health 
issues.”454 This is a crucial source of empowerment for people with albinism 
because it empowers them to make informed decisions regarding their health 
and well-being.

In addition to a lack of information about where and how to access health 
care,455 many people with albinism have a limited understanding of their 
condition and the associated health risks, including the damaging effects of 
the sun.456 In Mozambique, there is a prevailing belief that albinism-related 
skin problems, including cancer, are due to allergies or a disease.457 Similarly, 
in Haiti, some people with albinism believe that precancerous skin lesions are 
merely	a	superficial	problem.458 In a survey of people with albinism in India, a 
plurality of respondents (37%) were not aware of the reason for their physical 
appearance, while others believed that their condition was attributable to a 
skin disease (26%) or anemia (11%). Only 22% of respondents were aware 
that their condition was due to albinism or a “genetic disorder.”459 For people 
with albinism in Belgium, the greatest barrier to health care is their own 
acceptance of their condition.460 In Jordan, where many people with albinism 
can be unaware of how to best take care of their skin and vision, some 
people with albinism refuse to wear eyeglasses.461

Inaccessibility of information is integrally connected to the lack of effort by 
governments to raise awareness about albinism, as well as to the lack of 
knowledge about albinism on the part of health care workers. In order to 
achieve information accessibility, there must be a reliable and accurate source 
from which people with albinism can seek out information. In many countries, 
there is little to no awareness-raising effort by the State or medical community 
about albinism-related health information, such as skin cancer prevention.462 
This	 issue	 is	 further	 compounded	 by	 the	 medical	 community’s	 own	 lack	
of understanding of albinism, even though an adequate understanding is 
necessary to effectively assist patients.463 For example, in Turkey, doctors 
erroneously informed parents that their child will be permanently blind and 
that they cannot leave the house because of potential sun damage.464 In some 
European countries, such as Slovenia and Finland, people with albinism may 
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not receive a diagnosis of albinism until adulthood, as people with albinism are 
not as easily distinguishable from the generally fair-skinned and fair-haired 
population.465 This means people with albinism may go decades without the 
support and resources they require.

Information	 inaccessibility	 has	 significant	 negative	 effects	 on	 disease	
prognosis for people with albinism. In both Nepal and Brazil, many people 
with albinism do not know the severity of the associated health risks and 
only seek medical attention after their health concerns have progressed to a 
serious state.466 Further, due to a lack of knowledge about their condition, some 
people with albinism in Panama are unaware of the importance of wearing 
protective clothing, and so they do not wear it.467 In a study in the Democratic 
Republic of the Congo, 88% of patients with albinism surveyed reported not 
using sunscreen, with the most frequent reasons being inaccessibility and 
lack of education on the need to use sunscreen.468 Without accurate and 
comprehensive information about albinism and its related health conditions, 
people with albinism cannot fully enjoy their right to health.

iii. Quality and Availability 

In addition to problems with accessibility, the right to health of people with 
albinism is also threatened by a lack of availability of quality health care. 
Health	 care	 facilities,	 goods,	 and	 services	 must	 be	 “scientifically	 and	
medically	appropriate	and	of	good	quality”	and	must	be	available	in	sufficient	
quantity.469 Availability will vary depending on the developmental level of the 
state, but generally requires the availability of safe drinking water, hospitals, 
clinics, essential medicines, and trained medical professionals.470 Quality 
health care requires, among other things, medical professionals who are 
skilled,	 drugs	 and	medical	 equipment	 that	 are	 scientifically	 approved	 and	
unexpired, and water that is safe and potable.471 The quality and availability of 

Mainstream hospitals and clinics do not understand the condition. Often 
times people with albinism do not get adequate medical care due to the 
fact that the hospitals and clinics are not user-friendly. How can one serve 
a person they are afraid of because they think by just getting into close 
contact	with	 them,	 they	too	will	give	birth	 to	a	child	with	albinism?	The	
myths themselves hinders services.
            Respondent from Zimbabwe
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health	care	is	strongly	linked	to	accessibility—a	limited	availability	of	qualified	
health care workers will necessarily impede access to health services. For 
example, in Colombia, it can take up to two years to see a dermatologist or 
ophthalmologist due to a shortage of these types of doctors.472 

There are three main issues related to quality and availability of health care 
for people with albinism: a lack of knowledgeable medical professionals, a 
lack of preventative and ongoing care, and a lack of psychosocial support. 

a. Medical expertise 

An important aspect of quality medical care is the availability of skilled 
health professionals.473 In many countries across the world, there is a lack 
of	medical	specialists	who	are	knowledgeable	about	albinism-specific	health	
issues; in particular, there is a lack of knowledgeable dermatologists and 
other skin care professionals, genetic counsellors, and ophthalmologists and 
eye specialists.474 In Cameroon, there are only 20 dermatologists in a country 
of 26 million inhabitants.475 In India, only 10-30% of medical professionals 
polled were knowledgeable about albinism.476 In Central and South America, 
health professionals often misdiagnose patients with albinism, conduct 
unnecessary health examinations,477 and provide incorrect information to 
people with albinism.478 This issue is closely linked to information accessibility; 
unknowledgeable health workers may impart incorrect information to people 
with albinism, thereby limiting or even worsening their understanding of their 
condition.    

Access	to	healthcare	is	very	limited	for	[people	with	albinism].	There	is	
only one dermatologist in the province of Nampula and he works only in 
the central hospital in the city of Nampula and the health professionals 
in other districts are under trained in albinism, its causes, and how to 
detect	and	treat	skin	problems	due	to	sun	exposure.	When	a	[person	with	
albinism] visits a health professional for reasons outside of the problems 
associated with albinism, most doctors do not address the issue and if 
they do often times are relating misinformation about the condition. We 
have	found	that	many	parents	are	afraid	to	take	their	child	[with	albinism]	
to the doctor because they feel they will be blamed for causing albinism.
        Respondent from Mozambique
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When they lack the requisite knowledge to provide effective medical advice 
or services, health care professionals may convey incorrect information that 
can be harmful to the health of people with albinism. In Ghana, for example, 
some people with albinism are wrongly diagnosed, which leads to many 
preventable deaths.479 In Eswatini, people with albinism who are dealing with 
complex health issues such as squamous cell carcinomas are turned away 
from further treatment because they are told by health care professionals 
that the sores are a normal part of their condition.480 In Uganda, a patient with 
albinism received nothing more than a bandage when they sought treatment 
for serious skin cancer.481 In Ecuador, health workers are not always informed 
about technical aids that could assist people with albinism with their vision.482 

Uninformed and inaccurate decisions by 
medical professionals can have negative 
effects	 on	 other	 aspects	 of	 a	 person’s	
life, as well. In Malaysia, for example, 
some jobs require people with disabilities 
to obtain a physician s approval to 
work.	 An	 assessing	 physician’s	 lack	 of	
understanding regarding albinism can 
lead to erroneous decisions that prevent 
people with albinism from obtaining 
work.483 In Colombia, some health 
professionals tell parents that their child 
with albinism is blind or will become blind, 
or that they will have a short life span and 
so it is not worth taking them to school.484

b. Prevention and treatment of skin cancer 

The right to health guarantees people with albinism the right to equal and 
timely access to basic prevention and treatment of health conditions and 
diseases, which must be tailored to the needs of people with albinism.485 
Despite this, around the world, publicly funded early medical prevention and 
detection resources for albinism-related health conditions are sorely lacking, 
particularly for dermatological care.486 In Kenya, for instance, oftentimes, 
health	facilities	lack	the	capacity	and	financial	resources	to	meet	the	demand	
for skin cancer care.487 In Mozambique, many people with albinism do not seek 
out medical attention until their cancer has progressed to an advanced stage; 
this is particularly true in remote areas where there is a lack of specialists.488 
Additionally, there is a lack of monitoring and evaluation by governments to 
track the quality and effectiveness of skin cancer screening services.489

“Woman from Malaysia” © GAA
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Effective preventative and curative treatment for skin cancer can be the 
difference between life and death for people with albinism. Although it is a 
highly preventable form of cancer, skin cancer can be fatal without timely 
treatment	and	detection.	In	addition,	disfigurement	caused	by	precancerous	
and cancerous lesions leads to dehumanizing myths, which facilitate and 
justify attacks against people with albinism.490 For these reasons, it is 
crucial that States invest in skin cancer treatment for people with albinism, 
particularly with respect to prevention and early-stage detection, since these 
are generally more widely accessible than curative treatment. Preventative 
care is closely linked to information accessibility—people with albinism who 
have access to information about skin cancer are better able to minimize the 
associated risks. 

c. Psychosocial support 

In addition to physical health, people with albinism are guaranteed the right 
to the highest attainable standard of mental health. Unfortunately, there is a 
lack of psychosocial support for people with albinism who struggle with self-
esteem and mental health issues arising from the widespread discrimination, 
exclusion, and bullying they endure.491 In Mali, some people with albinism 
suffer from depression and alcoholism due to persistent marginalization.492 
In Fiji, there is an absence of specialized psychosocial support aimed at 
providing	space	 for	expression,	building	self-confidence,	and	empowering	
people with albinism.493 In South Africa, frequent humiliation and discrimination 
along	with	difficulties	in	having	normal,	healthy	and	sustained	personal	and	
romantic relationships resulted in many psychosocial challenges for persons 
with albinism.494 In Brazil, the cumulative effect of social exclusion can take 
a toll on persons with albinism and lead to low self-esteem and depression. 
Family members of persons with albinism also need psychosocial support 
and counselling as they also face stigma.495

“The emphasis on curative approach to health has undermined early 
detection and preventive measures required of cancer especially through 
community	 health	 education	 and	 information.	 [People	 with	 albinism]	
therefore are denied the right to vital information that could keep them 
alive.”
          Respondent from Kenya

“Woman from Malaysia” © GAA
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Chapter 7: Women and Children 

i. Human Rights Overview
As discussed in Chapter 1, people with albinism face multiple and intersecting 
discrimination based on disability and colour. Gender and age often aggravate 
and compound that discrimination; this means that women and children with 
albinism are even more vulnerable to discrimination and exclusion. They are 
more likely to face violence, abuse, neglect, and various other human rights 
violations.496	The	Office	of	 the	High	Commissioner	 for	Human	Rights	 has	
recognized the multiple and intersecting forms of discrimination that women 
and children face.497

Prohibition of gender-based discrimination: CEDAW provides the most 
comprehensive	 protection	 against	 gender-based	 discrimination.	 It	 defines	

The weight of global suffering surrounding albinism is disproportionately 
borne by women with albinism and mothers of children with albinism.
                       UNIE Ikponwosa Ero

“Mother and her baby, Tanzania” © UTSS
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discrimination against women as any distinction, exclusion, or restriction that 
has	the	effect	or	purpose	of	 impairing	women’s	human	rights	on	an	equal	
basis with men.498 Recognizing the unique challenges posed by intersectional 
discrimination,	 the	 CRPD	 specifically	 provides	 for	 substantive	 protection	
for women with disabilities, which encompasses the protection provided by 
CEDAW. 

The Committee on the Elimination of Discrimination against Women and 
the Committee on the Rights of Persons with Disabilities have recognized 
the intersecting forms of discrimination that affect women with albinism, and 
have commented on the harmful practices that affect women with albinism, 
the low number of prosecutions for such harmful practices, and the multiple 
other barriers faced by women with albinism and mothers of children with 
albinism.499 

Both the CEDAW and the CRPD require States to adopt laws to prohibit 
discrimination, establish institutions to ensure effective protection against 
discrimination, and ensure the elimination of all acts of discrimination. The 
CEDAW Committee has called on States to recognize intersecting forms 
of discrimination and their compounded negative impact on women, and to 
adopt policies and programmes to eliminate such discrimination.500 Similarly, 
the CRPD Committee has emphasized the need for protective measures 
against multiple and intersecting forms of discrimination faced by women 
with albinism.501

Prohibition of discrimination against children: The CRC recognizes 
that children are human beings with their own rights. This is founded on 
the principles of non-discrimination; the best interest of the child; the right 

State Parties recognize that women and girls with disabilities are subject to 
multiple discrimination, and in this regard, shall take measures to ensure 
the full and equal enjoyment by them of all human rights and fundamental 
freedoms. 

State Parties shall take all appropriate measures to ensure the full 
development, advancement and empowerment of women, for the purpose 
of guaranteeing them the exercise and enjoyment of the human rights 
and fundamental freedoms set out in the present Convention. 
                  Article 6, CRPD 

“Mother and her baby, Tanzania” © UTSS
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to life, survival, and development; and respect for the views of the child.502 
Again, the CRPD supplements the protections of the CRC by recognizing 
the multiple and intersecting forms of discrimination experienced by children 
with disabilities. 

The Committee on the Rights of the Child has expressed concern about 
the discrimination faced by and violence perpetrated against children with 
albinism, including ritual attacks and banishments, discrimination at school 
leading to dropout, family abandonment, and their limited access to remedies 
and protection.503 

Under the CRPD, States must adopt measures that are in the best interests 
of the child, in order to ensure children with albinism are able to enjoy all of 
their rights on an equal basis with others. 

ii. Human Rights Barriers504 

a. Stigma and exclusion 

Mothers of children with albinism in parts of Africa, the Caribbean, and 
South America are disproportionately impacted by a lack of understanding 
of albinism.505 Often, they are viewed as being cursed506 or unfaithful for 
giving birth to a child with albinism.507 They are subjected to violence508 and 
rejected or excommunicated by their husbands or families.509 In Uganda, clan 
members encourage men to abandon their wives and children with albinism 
based on myths that their union will bring bad luck to the community.510 In 
Gboko,	Nigeria,	a	woman	killed	her	baby	with	albinism	after	her	husband’s	
family threatened to excommunicate her if she did not.511 Women who give 
birth to children with albinism are expelled from the community because of 
concerns that they may give birth to more children with albinism or will cause 

State Parties shall take all necessary measures to ensure the full enjoyment 
by children with disabilities of all human rights and fundamental freedoms 
on an equal basis with other children.

In all actions concerning children with disabilities, the best interests of the 
child shall be a primary consideration. 
                Article 7, CRPD 
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other women in the community to have children with albinism.512 There is no 
legal redress for these women as against their husbands.513 

Children with albinism face discrimination and bullying from parents, peers, 
and teachers.514 In some cases, children with albinism are neglected or 
abandoned by their families515 and are instead raised by grandparents or 
other guardians.516	Parents	of	children	with	albinism	have	difficulty	accepting	
or fully embracing their child517 and may feel ashamed of their child.518 In 
Uganda, some families hide their child with albinism from visitors because 
the parents do not want to be associated with them.519 In Kenya, traditional 
rites	of	passage	for	boys	require	the	participation	of	the	boy’s	father;	boys	
with albinism who have been disowned by their fathers often suffer from low 
self-esteem and psychological trauma.520

Clan	members	usually	 influence	the	men	to	run	away.	Even	if	 the	man	
really wants to remain with his family, when the family members tell him 
“we shall all die if you remain with that woman”, they run away.
        Respondent from Uganda

“Mother and child, DRC” © Patricia Willocq
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Children	with	albinism	often	have	difficulty	making	friends	and	are	excluded	
from social activities.521 In school, other children refuse to sit next to or play 
with children with albinism.522 Adults fuel the exclusion of children with albinism 
by warning their children not to interact with them.523 In some countries, boys 
with	albinism	are	expected	to	tolerate	bullying	and	discrimination	as	‘men.’524 

b. Right to life

Women and children with albinism are more 
susceptible to violence and ritual crimes.525 
As discussed in Chapter 2 (Right to Life), 
harmful practices related to  accusations of 
witchcraft and ritual attacks most often affect 
women and children. Women experience the 
highest rates of witchcraft accusations, and 
accusations against children are on the rise. 
As a result, they are more frequently attacked, 
abandoned, or banished.526 Additionally, 
women and girls with albinism are more often 
subject to ritual rape527 based on erroneous 
beliefs that sexual intercourse with a person 
with albinism brings luck and cures diseases, 
including HIV. In addition to the trauma of 
unwanted sexual intercourse, victims of 
ritual rape can also experience unwanted 
pregnancy, infection, and disease.528

c. Right to remedy and access to justice

In South America, support for women and children with albinism who are 
victims of attacks or discrimination is largely provided by civil society, or 
otherwise is not available at all.529 In many countries in Africa, there is little to 
no support for women and children with albinism who are victims of attacks 
or discrimination.530 Women with albinism are deterred from seeking redress 
through the justice system because of the discriminatory attitudes and 
stigmatization they face in their attempts to seek justice, particularly in cases 
of sexual violence.531 

“Pregnant woman, DRC” © Patricia Willocq
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    d. Right to education 

Although children with albinism are generally guaranteed access to education 
like any other children, there are multiple barriers to ensuring children with 
albinism can access education without discrimination. See Chapter 4 for 
a detailed description of the barriers to education faced by children with 
albinism. 

     e. Right to work and an adequate standard of living 

Women with albinism and mothers of children with albinism are often 
impoverished because of the discrimination and isolation they face.532 In 
Burkina Faso, 90% of women with albinism and 65% of mothers of children 
with albinism live in poverty.533 In Burundi, it is estimated that around 99% of 
women with albinism and over 85% of mothers of children with albinism live 
in poverty.534 In Senegal, children with albinism are forced to beg, exposing 
them to the sun all day.535 

Mothers of children with albinism are unable to work full time because they bear 
a disproportionate burden of child care—which includes taking their children 
to school to ensure they are safe from attacks536—due to abandonment by 
spouses.537 In Haiti, women who are reportedly abandoned by the father of 
their baby upon the birth of a child with albinism often have meagre means 
and are forced to beg on the street to support their families.538 Women are 
sometimes discriminated against and denied work when an employer learns 
that they have given birth to a child with albinism.539 

In addition, there are limited or no economic empowerment opportunities 
for women with albinism and mothers of children with albinism.540 Limited 
access	to	information	about	their	rights	to	social	benefit	schemes	and	other	
programmes prevents women with albinism and mothers of children with 
albinism	from	benefiting	from	these	initiatives.541

     f. Right to health 

Women and girls with albinism have limited or no access to reproductive or 
sexual health care,542 often as a result of stigma and discrimination.543 For 
women who give birth to a child with albinism, there is no active support 
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or	accurate	education	about	 their	child’s	diagnosis	or	health	needs	at	 the	
time of birth.544 In Turkey, doctors erroneously tell parents that their child 
will never be able to see and that they cannot leave the house because of 
potential sun damage.545 From the moment a child with albinism is born, their 
mothers are ignored, neglected, or treated with less dignity by health care 
professionals than other mothers.546 In Colombia, women with albinism who 
become	pregnant	are	encouraged	to	abort	the	baby,	without	first	being	able	
to access genetic counselling, on the ground that the baby will be born with 
albinism as well.547

iii. Disproportionate Impact548  

The additional barriers to the full enjoyment of their human rights faced by 
women and children constitute disproportionate impact. Reports from parts 
of	Africa,	South	America,	South	Asia,	among	other	regions	have	 identified	
the following elements as illustrative of disproportionate impact. 

Blame and abandonment: After having a child with albinism, women 
frequently face blame and abandonment. This is often due to a lack of 
awareness about albinism and the fact that it is a genetic condition inherited 
from	both	parents.	Women	are	often	accused	of	having	caused	their	child’s	
pale	colouring—some	are	accused	of	infidelity,	while	others	are	accused	of	
having	a	curse	 that	manifested	 in	 their	child’s	appearance.	Consequently,	
many mothers of children with albinism are abandoned by their partners or 
spouses.

“…mothers	[suffer]	post-natal	depression	after	giving	birth	to	a	child	with	
Albinism as they do not know how to raise the child who is different from 
other children and even members of the family, especially since even 
at governmental level nothing has been done to create awareness on 
Albinism. For example during pregnancy, the mother is only prepared to 
expect a regular child and hence when she gives birth to such a child with 
albinism she faces a lot of stress as she was not prepared, and even  post 
birth there is not much support received from health on how to take care 
of the child.” 
        Respondent from Eswatini
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Isolation and expulsion: Women are often isolated or expelled from their 
communities after having a child with albinism. This is a consequence of the 
belief in certain regions that a child with albinism is a curse on the community. 
In some cases, mothers of children with albinism remove themselves (and 
their children) from their communities in order to avoid hostility and exclusion 
from community members. 

Poverty: Due to abandonment by their spouses or partners upon the birth 
of a child with albinism, and the ensuing situation of being a single parent, 
mothers of children with albinism often face abject poverty. This exposes 
children with albinism to continuous poverty, especially since children with 
albinism are generally unable to receive a proper education or, thereafter, 
opportunities for gainful employment. 

Health risk: Due to a general lack of education with respect to obtaining 
adequate work, including indoor employment, women and girls with albinism 
often take on various types of menial work outdoors. Long-term work outdoors 
in the sun creates a high risk of contracting skin cancer. Moreover, due to 
their hypervisibility and experiences of constant discrimination in nearly all 
spheres of their lives, women and children with albinism are at a high risk of 
facing psychosocial challenges, which often negatively impact their social 
relationships and aggravate their social exclusion. 

Sexual violence: Women with albinism are often targets of sexual harassment 
and violence. This is frequently due to fetishes, myths, and misbeliefs that 
result in rape and sexual assault. In some countries, it is also due to the 
prevalent myths that sexual intercourse with women with albinism can cure 
HIV and can confer good luck. These myths continuously expose 
women with albinism to violence and increase their vulnerability to unwanted 
pregnancies and sexually transmitted infections. 

Heightened vulnerability to attacks: In places where attacks against 
people with albinism have been reported, poverty, expulsion, and isolation 
often leave mothers and their children with albinism vulnerable to attacks. A 
significant	number	of	attacks	have	taken	place	against	those	who	have	been	
removed or isolated from their community and against the poorest families of 
children with albinism. In this context, poverty can also mean that women are 
unable to afford safe and secure housing, which is a necessary protection 
against attacks. 
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Victims of impunity: Women have been recognized by both the CEDAW 
Committee and the African Committee of Experts on the Rights and Welfare 
of	the	Child	as	being	particularly	at	risk	in	conflict	situations	and	disasters,	
and as being affected by violence more frequently and severely than 
others, often falling victim to violent acts committed clandestinely and with 
impunity. In this context, women with albinism are at extreme risk of violence, 
particularly in regions where attacks occur due to myths and misconceptions 
about albinism. 

Reprisals: Women whose spouses, partners, or family members were 
involved in attacks against their child with albinism often face threats of 
reprisal after testifying against their relatives during investigations and the 
prosecution process. The threats of reprisal reportedly come both from 
relatives and the community at large. 

Displacement: Both women with albinism and mothers of children with 
albinism have been displaced in the wake of physical attacks against people 
with albinism in general. Many have gone to shelters set aside for them by 
governments to provide temporary safety. Some enter the shelters voluntarily 
while others enter through government and community intervention. Women 
and	children	with	albinism	constitute	a	significant	number	of	the	residents	at	
these shelters, where often only minimal care is provided to them, particularly 
in the areas of psychosocial support, education, health treatment to prevent 
skin cancer, and low-vision support to enable education. 
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 PART III: STATE ACCOUNTABILITY
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1. Overview

Part I of this report introduced the human rights-based approach to advocating 
for and empowering people with albinism.549 This approach underscores that 
people with albinism are rights-holders and States are  primary duty-bearers. 
From a human rights perspective, “accountability” refers to the relationship 
between rights-holders and duty-bearers. 

By becoming parties to international human rights treaties, States assume 
certain duties, which include the duty to protect human rights and to ensure 
that rights are not violated, either by themselves or by non-state actors. 
Because States have these duties, they are responsible for human rights 
violations both by action, when state actors commit human rights violations 
themselves, and by omission, when they fail to act to prevent violations 
caused by non-state actors.

The duty to prevent human rights violations is both direct and indirect. States 
must take direct action to mitigate or eliminate risk factors and establish a 
legal, administrative, and policy framework that works to prevent violations. 
States are also required to take indirect measures to protect human rights 
and to prevent the recurrence of violations by identifying and addressing the 
root causes of these violations. 

Accountability has three dimensions: responsibility, answerability, and 
enforceability.550 

Responsibility requires that those in positions of authority have clearly 
defined	duties	and	performance	standards,	enabling	the	objective	and	
transparent assessment of their conduct. 

Answerability refers to the obligation of those in authority to explain 
and justify their actions to the people affected by their decisions (the 
rights-holders), to oversight bodies, and to the public at large. 

Enforceability requires the establishment of mechanisms that 
monitor	the	authorities’	compliance	with	performance	standards;	these	
mechanisms should also ensure appropriate corrective and remedial 
action	 is	 taken	when	 state	 conduct	 flouts	 or	 falls	 below	established	
standards. In other words, those in authority must be sanctioned if they 
fail	to	fulfil	their	duties	to	the	people	affected	by	their	actions.	
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State accountability has two main functions: a backward-looking corrective 
function and a forward-looking preventive function. The corrective function of 
accountability makes it possible to address the complaints and concerns of 
rights-holders and to condemn or punish wrongdoing by duty-bearers. The 
preventive function helps to determine which aspects of policy or service 
delivery are working, so they can be built on, and which aspects need to be 
adjusted, so they can be made more effective and responsive to the demands 
of rights-holders. 

The	 human	 rights	 standards	 explained	 in	 Part	 II	 of	 this	 report	 define	 the	
scope of State accountability. Under international human rights law, States 
have	 a	 duty	 to	 respect,	 protect,	 and	 fulfil	 the	 rights	 of	 those	 within	 their	
jurisdiction, as well as to provide effective remedies when those rights are 
infringed—this is the “what” of state accountability. The “how” is an array 
of national and international human rights mechanisms that exist to assess 
the claims and grievances of those who have suffered unjust treatment, 
to determine responsibility through fair and transparent processes, and to 
provide appropriate remedies, such as compensation and rehabilitation. 

Accountability is primarily ensured at the national level. Relevant mechanisms 
include a broad range of political, administrative, legislative, judicial, quasi-
judicial, and social accountability mechanisms. These mechanisms can be 
and have been used to hold State decision-makers accountable for their 
commitments under international human rights treaties, including by enabling 
rights-holders to enforce their claims against those in authority and to seek 
appropriate redress if their rights have been violated. Examples include 
parliamentary committees (political accountability), charters and codes of 
conduct for public servants (administrative accountability), litigation (judicial 
accountability), and independent oversight bodies, such as human rights 
commissions	and	ombudsperson	offices	(quasi-judicial	accountability).

At the international level, accountability mechanisms encompass various 
monitoring and review processes, including the universal periodic review of 
the Human Rights Council, the United Nations treaty-monitoring bodies, and 
the Special Procedures. International accountability mechanisms typically 
have a supervisory or oversight role rather than an enforcement function. 
However, they can play an important role in fostering responsibility among 
States, including by setting targets, benchmarks, and minimum performance 
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standards. They can also strengthen accountability, for example, by 
investigating and considering whether existing national mechanisms for 
redress	are	sufficient.	They	offer	additional	 forums	 for	 raising	grievances,	
which is particularly important for individuals and groups who are disregarded 
by their own governments. 

2. States’ core obligations to people with albinism

States who are parties to international human rights treaties are legally 
bound	 to	 international	 obligations	 to	 respect,	 protect,	 and	 fulfil	 all	 human	
rights. States must act in good faith to give effect to these obligations. All 
branches of the State, including local authorities, must comply with the 
State’s	obligations.	

In	undertaking	to	respect,	protect,	and	fulfil	human	rights,	States	have	a	duty	
to take positive action, including legal and other measures. 

i. Obligations to prevent human rights violations and protect 
persons with albinism against attacks 

Physical attacks against persons with albinism constitute a violation of 
multiple human rights, including the right to life and security of the person, 
and the right to be free from torture. In some cases, attacks may also violate 
the	right	to	be	free	from	trafficking	and	exploitation,	as	people	with	albinism	
are	sometimes	trafficked	to	other	areas	where	their	body	parts	are	used	for	
ritual practices. The right to life and the right to be protected from torture may 
not be derogated from under any circumstance.551 

Considering the principle of the interdependence and indivisibility of human 
rights, the right to life functions as an enabling and protective right that is 
necessary for the enjoyment of all other human rights. At the same time, 
the right to life also depends on the enjoyment of other human rights. In this 
regard, States have a core obligation to ensure the satisfaction of, at the 
very least, minimum essential levels of economic and social rights for people 
with albinism.552 States also have a core obligation to guarantee the right 
to equality and non-discrimination, including reasonable accommodation, to 
people with albinism.
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Concerns about the lack of accountability for violations of the rights to life, 
security, and physical integrity against people with albinism have been raised 
by the Independent Expert, United Nations treaty bodies, and the special 
rapporteurs.  

States have a duty to take legal and other measures. In order to protect 
people with albinism, States must adopt legislation to criminalize attacks 
against people with albinism, as well as crimes related to attacks, such 
as	 trafficking	 in	 persons.	 States	 should	 also	 adopt	 legislative	 measures	
that criminalize harmful practices against people with albinism, and clarify 
ambiguities (where they exist) in legislation related to witchcraft and traditional 
health practices. 

Laws to protect people with albinism from attacks and prevent these 
violations should be accompanied by concrete measures to facilitate their 
implementation, such as advocacy and the training of law enforcement 
personnel and judicial authorities.553 

States	must	also	seek	better	understanding	of	the	root	causes	and	the	specific	
nature of attacks against people with albinism—for example, attacks carried 
out	for	the	purpose	of	trafficking	in	body	parts.	This	knowledge	can	facilitate	
the work of law enforcement agencies in protecting life and preventing torture. 
Similarly, a thorough understanding of root causes enables state actors to 
adequately address those causes. Equipped with this knowledge, States 
can proactively combat the superstitions and stigma surrounding albinism, 
including through education and awareness-raising campaigns.  

The duty of States to protect the right to life and prevent torture also requires 
the systematic recording of attacks. States must circulate this information to 
promote awareness among law enforcement and to ensure that appropriate 
measures are developed where necessary. Furthermore, to facilitate the 
development of strategies and measures to prevent crimes relating to attacks 
against persons with albinism, States must undertake and support research, 
systemic collection of data, and thorough analysis of risk factors.
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ii. Obligations to ensure equality and non-discrimination

Similar to the right to life, the right to equality and non-discrimination can be 
considered an enabling right that is necessary for the enjoyment of all other 
human rights. Violations of the right to equality and non-discrimination may 
prevent	people	with	albinism	from	fulfilling	other	human	rights,	such	as	their	
right to education, their right to the highest attainable standard of health, and 
their right to work. 

The obligation to protect the right to equality and non-discrimination requires 
States to take concrete, deliberate, and targeted measures. Such measures 
should include legislation prohibiting discrimination on any grounds, as well 
as policies, plans, and strategies to ensure that formal and substantive 
discrimination, by both State and non-state actors, is eliminated. These 
measures should be selected and implemented on the basis of close 
consultation with and involvement of representative groups of the persons 
concerned. 

The	Human	Rights	Council’s	Advisory	Committee	has	indicated	that	States	
should launch and sustain education and awareness-raising campaigns 
aimed at combating the underlying causes of discrimination, which include 
prejudice, superstition, misconception, and stigma against people with 
albinism. The Committee has suggested the gradual targeting of key groups, 
such	as	law	enforcement	officers,	 judges,	teachers,	social	workers,	health	
care workers, and the families and communities of people with albinism.554 

Measures	 to	 achieve	equality	may	 include	affirmative	action	measures.555 
These measures aim to secure the advancement of certain groups or 
individuals	 who	 require	 specific	 protection	 if	 they	 are	 to	 fully	 enjoy	 their	
human rights. In essence, these measures are used to mitigate conditions 
that perpetuate discrimination. Special measures are typically temporary, until 
such time substantive equality is achieved, but they may also be permanent 
in exceptional circumstances. 
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The Framework of international human rights obligations that applies to 
people	with	albinism	includes	the	obligation	to	adopt,	firstly,	temporary	special	
measures aimed at redressing discrimination and accelerating equality; and 
secondly, permanent special measures such as reasonable accommodation 
for visual impairment and vulnerability to skin cancer. States must take 
all appropriate steps to ensure that such reasonable accommodation is 
provided.556 

States have an obligation to promote a positive perception of people 
with albinism, including by combating stereotyping, stigmatization, and 
discrimination. Albinism is deeply misunderstood, and long-term ignorance 
about the condition has given rise to myths that are often extremely concerning. 
Many such myths have a dehumanizing effect on people with albinism, which 
paves the way for exclusion and attacks. Misunderstanding and ignorance of 
albinism has also led to name-calling, verbal abuse, and discrimination for 
school-aged children with albinism throughout the world. 

iii. Progressive realization and immediate obligations 

States have an obligation to progressively achieve the full realization of 
economic, social and cultural rights. This obligation is closely related to the 
obligation of States to take appropriate measures toward the full realization of 
these	rights,	taking	into	account	each	state’s	maximum	available	resources.	
The obligation of progressive realization therefore recognizes the cost of 
fully implementing appropriate measures, and understands that they might 
be achieved only over a period of time. 

When taking measures toward the progressive realization of economic, 
social, and cultural rights—in particular the right to health, education, work, 
and housing—States are required to prioritize access for the most vulnerable 
or marginalized.557 

States have an immediate obligation to take appropriate steps toward the 
realization of economic, social and cultural rights. A lack of resources cannot 
justify inaction; however, resource constraints should be taken into account 
when evaluating the efforts taken by a state to implement these rights. 
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Certain economic, social, and cultural rights are not subject to progressive 
realization, based on the nature of these rights, while others have strict time-
bound limits. Examples of the former include the right to participate in cultural 
life and the right to form trade unions. An example of a time-bound obligation 
is an obligation to develop a plan of action to ensure the provision of free and 
compulsory primary education for all within two years. 

Non-discrimination is an immediate obligation. Similarly, the obligation to 
provide reasonable accommodation applies immediately to all rights. 

iv. Obligations to respect, protect and fulfil all human rights 

The	obligation	 to	respect,	protect	and	 fulfil	human	rights	 is	at	 the	heart	of	
state accountability. 

The obligation to respect requires States to refrain from taking any 
discriminatory action or any measure infringing the exercise of human rights. 
This includes measures that limit or deny access to goods and services 
(including reasonable accommodation) for persons with albinism, and 
ultimately limit the enjoyment of economic and social rights, such as the right 
to food, housing, or health. 

The obligation to protect is especially important in the context of attacks 
against people with albinism. States tend to fail to protect people with albinism 
against acts committed by private persons or entities. States must also protect 
people with albinism from discrimination by private persons or entities. In 
this context, the duty of due diligence requires States to take appropriate 
measures to prevent, punish, investigate, or redress the harm caused by the 
actions of private persons or entities.558 Because such measures may have 
a deterrent effect, due diligence can be considered a measure of protection. 

Victims of human rights violations have a right to receive fair and adequate 
reparation for the damage suffered.559 In the context of rising cases of attacks 
against people with albinism, States have an obligation to provide effective 
redress or remedy. Persistent impunity surrounding such attacks obliges 
States to adopt provisional or interim measures to avoid continuing violations, 
and to endeavour to repair any harm caused by such violations at the earliest 
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possible opportunity.560 States have a related obligation to take appropriate 
measures to guarantee the safety and wellbeing of victims, their relatives, 
and witnesses during and after judicial, administrative, or other proceedings. 

The obligation to fulfil human rights requires States to take all necessary 
steps to create an environment that is conducive to the full enjoyment of 
human rights. In the context of civil and political rights, States must take 
steps to ensure the necessary legal framework, institutions, and resources 
are in place for the enjoyment of these rights. 

In the context of economic, social, and cultural rights, States are obliged to 
fulfil	these	rights	in	situations	where	a	person	or	a	group	is	unable,	for	reasons	
beyond their control, to enjoy them. States have a core obligation to ensure 
non-discriminatory access to the rights to health, education, work, and an 
adequate standard of living, especially for vulnerable or marginalized groups 
such as people with albinism.561 Furthermore, as set out in the Convention 
on the Rights of Persons with Disabilities, States have a duty to consult and 
involve persons with disabilities, including persons with albinism, regarding all 
laws, policies, and measures concerning them.562 In particular, educational, 
informational, and training programs should be planned and implemented 
with the full involvement of people with albinism and their representatives. 

a. Right to education

States have a core obligation to ensure the satisfaction of, at the very least, 
the most basic forms of education.563 States must avoid measures that 
hinder or prevent the enjoyment of the right to education and take measures 
that prevent third parties from interfering with such enjoyment, such as 
discrimination and stigma from the community, family members, teachers, 
and perpetrators of attacks against children with albinism. States must also 
take positive measures that enable and assist individuals to enjoy the right 
to education, particularly through measures that implement reasonable 
accommodations.

In guaranteeing the right to education, States have an obligation to address 
the special needs of people with albinism due to their vision impairments in 
the context of education. In this regard, States must: 
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• provide the necessary resources for special needs educators to 
regularly access all schools attended by children with albinism; 
• ensure the availability of large-print materials, low-vision devices, and 
adaptive devices as measures of reasonable accommodation; and 
• take measures to train teachers with respect to the particular needs of 
children with albinism, including their need to be seated in the front row 
of	classrooms	and	be	provided	with	teachers’	notes.	

b. Right to work and an adequate standard of living 

States have a core obligation to ensure non-discrimination and equal 
protection of employment, especially for marginalized individuals and groups, 
to enable them to live a life of dignity.564 States must not deny or limit equal 
access to decent work for all people, especially historically and currently 
disadvantaged and marginalized individuals and groups. States must also 
adopt legislation or other measures to ensure that people with disabilities, 
including people with albinism, have equal access to work and adequate 
vocational training in safe and healthy working conditions.565 Finally, States 
are obliged to provide for the right to work when individuals or groups are 
unable, for reasons beyond their control, to realize that right themselves 
using the means at their disposal.

The right to work is particularly important for people with albinism, not only 
in terms of access to an adequate standard of living, but also because of the 
implications for their health. People with albinism who work outdoors, such as 
farmers or traders, face a particularly high risk of developing skin cancer.566 
States therefore have an obligation to develop policies that promote and 
regulate	 flexible	 and	 alternative	 work	 arrangements,	 and	 that	 reasonably	
accommodate the needs of workers with disabilities.567 For people with 
albinism, these policies should include provisions allowing them to carry out 
work indoors. 

With respect to the right to an adequate standard of living, States must ensure 
that people with disabilities have equal access to adequate food, accessible 
housing, and other basic material needs. For people with albinism, this should 
include access to adaptive devices as well as access to adequate clothing 
for people with albinism to protect themselves from the sun, and thereby 
reduce the risk of skin cancer. 
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c. Right to health

In guaranteeing the right to health, States have an immediate obligation to 
ensure that health facilities, goods, and services—as well as information 
about them—are accessible to everyone without discrimination, especially 
those most vulnerable and marginalized. Non-discriminatory accessibility 
requires both physical accessibility (within safe physical reach for all, including 
for people in rural areas and for people with disabilities) and economic 
accessibility (affordability). 

People with albinism have special health needs, owing to the vision 
impairments and vulnerability to skin cancer associated with the condition. 
In this regard, to ensure access to the right to health for people with albinism, 
States have an obligation to ensure access to suitable skin cancer prevention 
such sunscreen and sun protective clothing, access to information on skin 
cancer prevention, access to affordable skin cancer treatments, and access 
to glasses and other visual aids and adaptive devices, such as magnifying 
glasses. 

States have an obligation to respect traditional preventive care, healing 
practices, and medicines. At the same time, States are obliged to ensure 
that harmful practices do not interfere with the right to life, physical integrity, 
and health. In this regard, the right to health requires States to circulate 
appropriate information relating to albinism and harmful practices. 

3. Best practices by governments 

People	with	albinism	have	specific	needs	that	engage	multiple	intersections	
of human rights. In addition to the right to life and security of the person and 
related harmful practices, it is necessary to address their needs in terms of 
education due to their vision impairments, and in terms of health, particularly 
in the area of skin cancer prevention. Governments should therefore be 
encouraged to address the human rights situation of people with albinism in 
a holistic manner. The following three key principles should guide decision-
makers in government action on albinism:568
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1) Multisectoral approach. Multiple state agencies and sectors must 
participate in order to ensure appropriate measures are implemented 
to protect people with albinism including from attacks where they occur, 
and ensure their enjoyment of the rights to health, education, and work. 
Accordingly, States should implement a method to ensure multisectoral 
coordination and cooperation in the development, implementation, and 
evaluation of their national plans.

2) International cooperation. States should provide technical and 
financial	assistance	to	other	States	seeking	to	strengthen	their	services	
and build capacity related to the need of people with albinism. Further, 
States should cooperate to develop action plans and working groups to 
facilitate regional coordination and collaboration around human rights 
issues related to albinism. For example, between January 2016 and April 
2017, the Independent Expert and more than 200 stakeholders from 
Africa worked together to develop a regional action plan on albinism in 
Africa in order to address attacks and related violations against people 
with	albinism	in	the	region.	The	plan	covers	the	period	of	2017–2021	
and	was	endorsed	by	the	African	Commission	on	Human	and	Peoples’	
Rights in its resolution 373 (LX) in 2017. 

The regional action plan consists of recommendations made by United 
Nations and African Union human rights bodies and mechanisms. The 
recommendations	were	distilled	into	specific	emergency	measures,	as	
an immediate response to attacks, and long-term initiatives, to address 
the underlying causes of attacks. The resulting measures are divided 
into four clusters: 

(1) prevention (public education campaigns, data collection, 
research on root causes); 
(2) protection (law enforcement, legislative framework, health, 
social welfare); 
(3) accountability (combating impunity, victim support); and 
(4) equality and non-discrimination (reasonable accommodation, 
intersectionality).

3) Budget for rights. States should prioritize marginalized groups—
including people with albinism—in national budgets, in accordance with 
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international human rights standards and the Sustainable Development 
Goals. States should immediately enact measures that do not require 
much funding and actively mobilize resources for the implementation 
of other, more expensive measures. People with albinism should have 
opportunities to actively participate in resource mobilization, allocation, 
and expenditure including through National Councils or Commissions 
on Disabilities. 

Best practices including exemplary measures and interventions to promote 
the enjoyment of human rights by persons with albinism have been catalogued 
by the UN Independent Expert.569

“Front cover of report by UNIE” © UNIE
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PART IV: HUMAN RIGHTS 
ADVOCACY

“Representatives from across Africa, Action on Albinism Forum, Dar es Salaam, 2016” © UTSS
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1. Definition

Strong advocacy for the rights of people with albinism is necessary to achieve 
concrete results at all levels—local, national, regional, and international. 

Human rights advocates use multiple methods, tools, and tactics to achieve 
their objectives. While they vary considerably, human rights advocacy 
methods, tools, and tactics tend to have the following characteristics in 
common:

There are four key steps in human rights advocacy. Advocates must answer 
the following:

2. Methods 

Historically, advocates have used any or a combination of the following 
methods:

Monitor: Be a human rights witness. Document the problems you see in 
your community and categorize them as human rights violations. 

Advocacy is a set of organized activities undertaken for the purpose of 
influencing	 government	 and	 other	 institutional	 policies	 and	 practices.	
Advocacy calls for reform in institutions, power relations, and attitudes 
and behaviours, directed towards positive, lasting social change.

• Methods and tactics are planned, and tools are used with 
intentionality;
• They are used and applied in a targeted manner;
• They are used in a manner that is strategically complementary to 
other methods, tools, and tactics;
• Methods and tactics have clear objectives; and
• They are based on strong evidence. 

1) What	is	the	problem,	and	what	are	the	solutions?
2) What	do	we	want	to	change?
3) Who	will	be	our	target?
4) How	are	we	going	to	do	it?
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Educate: Raise awareness of human rights violations and educate others 
about human rights and responsibilities. 

Strengthen government: Strengthen human rights laws and systems at the 
national level. 

Name and shame: Pressure governments to stop violations and change 
policies through protests, letter-writing, and media campaigns. 

Empower: Build the capacity of others to claim their rights, participate, have 
their voices heard, and create change. 

Lobby: Use human rights standards to make recommendations and pressure 
government	officials	to	change	budgets,	policies,	and	laws.	

Legally enforce: Bring violations to justice and use international human 
rights legal arguments to support cases in domestic courts.

Fulfill rights:	Provide	direct	services	that	fulfill	the	immediate	human	rights	
needs of others.  

3. Building a Movement

Over the past twenty years, albinsim groups have increased about ten-
fold worldwide. A majority formed in the wake of the internet and the 
social connections enabled by that media. Others formed in the wake of 
attacks against people with albinism in Africa and the consequent need to 
protect themselves, and carry out advocacy. Others formed in response to 
the international attention on albinism in wake of the attacks, seizing the 
momentum to highlight their situation around the world.  Regional albinism 
groups, registered and unregistered consortiums have also been formed in 
Africa, North America, South America and Europe. 
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In January, 2020, civil society groups representing people with albinism 
from six continents assembled in Paris, France, to lay the foundation for an 
international coalition to combat the attacks, stigmatization, and discrimination 
faced by people with albinism worldwide. By unanimous vote, these groups 
formed	the	first-ever	Global	Albinism	Alliance.	

4. Best Practices in Human Rights Advocacy

The following best practices represent only a small sample of the extensive 
efforts undertaken by civil society and human rights institutions worldwide. 
For more examples, see the Addendum to the report of the Independent 
Expert on the protection of human rights of persons with albinism.570

i. Monitoring, naming and shaming, and educating

Civil society groups have used traditional and social media to draw attention 
to the issues faced by people with albinism, including marginalization, stigma, 
and discrimination. They have also engaged artists, actors, celebrities and 
other	people	of	influence	in	the	fight	to	protect	human	rights.	

Active public education and awareness-raising campaigns have a powerful 
potential to dispel superstition and misinformation about albinism. These 
campaigns should aim at combating prejudice, superstition, misconception, 
and stigma, with a view to diminishing the multiple and intersecting forms 
of discrimination affecting people with albinism. In many parts of Africa, 
successful awareness-raising at the national level, including through the 
platform of International Albinism Awareness Day (June 13), has facilitated 
public education worldwide.

“Second European Days of Albinism Meeting” © EDA
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Innovative approaches to awareness-raising. In Kenya, Positive Exposure 
Kenya has developed an app that is designed to educate the public on 
albinism.571 In Nigeria, The Albinism Foundation (TAF) airs a 15-minute 
weekly radio program across the country that features discussions on issues 
facing persons with albinism.572 Under the Same Sun has developed an 
“Understanding Albinism” seminar, which is delivered through publications, 
media (e.g., social media, radio, TV), and public meetings.573 Large 
international albinism conferences are held periodically in the USA and in 
Europe.

Artistic approaches and beauty pageants. In Malawi, awareness about 
albinism is fostered using drama, poems, and songs by local leaders.574 
Kenya hosts a beauty pageant for Mr. and Ms. Albinism East Africa. Likewise, 
in Zimbabwe, Miss Zimbabwe Albinism Trust (MZAT) holds a beauty pageant 
every	 year	 to	 build	 self-confidence	 in	 persons	 with	 albinism	 and	 raise	
awareness of the condition.575

Training for stakeholders. In Burundi, ASP and Femmes Albinos are 
engaged in disseminating information about the needs of children with albinism 
to teachers and students. For instance, they are instructing teachers to seat 
children with albinism with visual impairments closer to the blackboard.576 
In Tanzania, Standing 
Voice has developed 
a Vision Ambassador 
Training Scheme, 
through which 105 
teachers have been 
trained to defend the 
rights of students with 
albinism and facilitate 
academic success 
for these students. 
Standing Voice has also 
developed a booklet on 
albinism and vision to 
help all teachers.577 “Advocates at AU headquarters in Ethiopia”
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ii. Strengthening government

Some civil society organizations have played active and instrumental roles in 
the design, development, and implementation of laws, policies, and services 
aimed at addressing the needs of people with albinism.

In Nigeria, The Albinism Foundation (TAF) collaborated with the government 
to develop the National Inclusive Education Policy; however, it has yet to be 
implemented.578 In addition, the Ministry of Health has partnered with the 
National Hospital in Abuja and the Albino Foundation to coordinate a project 
on free skin cancer treatment.

In Fiji, the government developed a national response to the needs of people 
with albinism in close collaboration with civil society, and in particular with 
the	Fiji	Albinism	Project.	The	Fiji	Albinism	Project	emerged	from	the	first	Fiji	
Albinism Workshop, which was held at the Fiji School for the Blind in 2014.579 
The	project’s	steering	committee	was	formed	within	the	Ministry	of	Health.	The	
project	went	on	to	organize	the	first	Fiji	Albinism	Awareness	Symposium	in	
2015, during which several barriers affecting the lives of people with albinism 
in	Fiji	were	identified.	The	symposium	led	to	the	implementation	of	various	
measures to address the health issues of people with albinism, including 
awareness-raising	at	the	community	level,	among	provincial	service	officers,	
and at the educational level. 

The Fiji Albinism Project is governed through multisectoral coordination 
among civil society and 
the government ministries 
responsible for health, 
education,	 and	 women’s	
issues. While the Ministry 
of Health provides skin and 
eye clinics, civil society 
provides free sunscreens 
and eyeglasses, and the 
Ministry of Education shares 
information on albinism. 

“Woman holding baby, Fiji” © Rick Guidotti
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In the United Republic of Tanzania, the government collaborates with civil 
society groups to run a sunscreen production and distribution program. The 
Regional Dermatology Training Centre at the Kilimanjaro Christian Medical 
Centre has developed a comprehensive care programme for people with 
albinism. In conjunction with Kilimanjaro Sunscreen (KiliSun) and Standing 
Voice, the programme covers ten regions and reaches approximately 2,000 
people with albinism, The programme includes:

●	 the registration and periodical health inspection of people with 
albinism in different regions of the country;

●	 the provision of free skin health services;
●	 education and awareness-raising on the importance of sun 

protection; and
●	 distribution of sun protection materials.

iii. Empowering people with albinism

Civil societies are developing forums and structures (e.g., need analysis 
forums, focus group discussions) that provide space for persons with albinism, 
specifically	for	women	and	mothers	of	children	with	albinism,	to	participate	in	
decision-making that concerns them.580

Facilitating connection and network-building. Led by Kenya, the Climb 
for Albinism brought together six women with albinism from different African 
countries to climb Mt. Kilimanjaro, in order to amplify the voices of persons with 
albinism.581 In Nigeria, TAF hosts support meetings for persons with albinism 
once a month across all States; the state chapters report the outcome of the 
meetings	 to	 the	Foundation	head	office	 for	action	 if	 needed.582 Thanks to 
awareness campaigns like IAAD, people with albinism in Uganda have been 
able to meet and connect with each other, which has greatly improved their 
self-esteem.583 Through advocacy and support by the Albinism Umbrella of 
Uganda,	the	first	person	with	albinism	was	employed	by	the	Parliament	of	
Uganda.584

Facilitating participation in decision-making. In Burkina Faso, ABIPA 
organized Fédération Burkinabè des Associations pour la Promotion des 
Personnes Handicapées (FEBAH), through which people with albinism can 
participate in the decisions that affect them.585

Building capacity. Under the Same Sun has developed an education 
sponsorship program for persons with albinism in Tanzania.586 
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PART V: SUBSISTING CHALLENGES 
AND RECOMMENDATIONS

“Connie Chiu, Hong Kong” © Ellis Parrinder
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1.      Subsisting Challenges

i. Awareness-Raising

In the last decade, information about albinism has increased manifold with 
special features on major news media such as the BBC, CNN, Aljazeera, 
among others. However, the ongoing challenges highlighted in this report 
indicate that there remains work to be done in promoting understanding of 
the condition in both the public at large and also in particular sectors that 
are most relevant to the enjoyment of human rights by persons with albinism 
such as in the family setting, health and education sectors, as well as in the 
public at large. 

ii. Insufficient and inaccessible social protection 
measures

Social protection programmes for people with disabilities are often designed 
in	such	a	way	 that	people	with	albinism	only	benefit	 from	them	in	relation	
to their visual impairment.  Even for measures related to visual impairment, 
the application procedures can be confusing and often depend on a 
medical assessment. Social protection measures need to extend beyond 
recognizing visual impairment to include other barriers to interaction, such 
as susceptibility to skin cancer. They should ensure increased social and 
economic participation in order to reduce poverty. 

Measures	specifically	for	people	with	albinism	include	the	provision	of	free	
sunscreen, lip care, after-sun products, and protective clothing; free screening, 
detection, and treatment of cancer; free optometric and ophthalmological 
tests; and ready access to visual aids and other adaptive devices, such as 
eyeglasses and monocular.

    iii. Lack of data collection

The lack of data on people with albinism, particularly women and children with 
albinism, has been cited by many civil society organizations over the years 
as a key challenge in designing, developing, and implementing initiatives 
to	 support	 people	 with	 albinism.	 Insufficient	 data	 collection	 and	 analysis	
contributes	to	the	marginalization	of	those	whose	specific	needs	are	poorly	
understood or ignored, including people with albinism. 

“Connie Chiu, Hong Kong” © Ellis Parrinder



People With Albinism Worldwide124

There is an urgent need for capacity-building related to data collection, which 
should in any context follow a human rights-based approach and include the 
appropriate participation of the relevant population and their representatives. 
Confidentiality	and	data	privacy	are	particularly	important	in	countries	where	
attacks occur.

National censuses offer an opportunity to collect data on people with albinism, 
but only a few instances have been documented to date. The national 
censuses of Namibia and the United Republic of Tanzania are two examples 
of good practices of collective data on people with albinism.587 

iv. Addressing harmful practices related to accusations of 
witchcraft and ritual attacks (HPAWR)

Challenges	 in	 conceptualizing	 HPAWR	 and	 developing	 effective	 specific	
measures have impeded attempts to establish clear legal boundaries around 
such practices.  Fortunately, the African Union Disability Protocol and the  
Plan of Action on Albinism, indicate a legal approach and several meausres 
respectively, which when implemented are likely to be transformative in the 
protection of people with albinism at risk of physical violence.

2. Recommendations

The following recommendations are directed to States where attacks against 
people with albinism occur: 

SPECIFIC

In countries where attacks occur, relevant States, Civil Society, National 
Human Rights Institutions and International Development Partners should 
support the implementation of the Plan of Action on Albinism (2021-2031).
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GENERAL

Regarding data collection and research:

●	 Adopt a human rights-based approach to data collection, and build 
national capacity to disaggregate data that capture the situation of 
people with albinism. Such data should be disaggregated at minimum 
by gender, age, health status, and rural-urban prevalence;

●	 In data collection, apply the methodology in Best Practices, including 
but not limited to Washington Group on Disability Statistics, and 
include	 a	 specific	 question	 in	 censuses	 aimed	 at	 identifying	 people	
with albinism.

With respect to social and economic rights:

●	 Continue to adopt measures to address poverty, in light of the 2030 
Agenda for Sustainable Development, which pledges to leave no one 
behind, including persons with albinism;

●	 Provide reasonable accommodation for visual impairment as well as 
adequate protective measures against attacks on persons with albinism 
in schools and at places of work;

●	 Improve access to health care for persons with albinism, with particular 
focus on affordable or free sun protection products and skin cancer 
treatment. Such a health programme ought to be accessible to persons 
in rural or remote areas at little or no cost to them. The training of 
community health nurses and the use of mobile clinics have been 
identified	as	best	practices	in	this	regard.

With respect to public education:

●	 Ensure sustained and uninterrupted multi-year-long efforts in public 
education on albinism, particularly in rural and remote areas, as well 
as border communities, to provide relevant information about albinism, 
including	 the	 scientific	 reasons	 behind	 albinism,	 as	 well	 as	 on	 the	
human rights of persons with albinism;
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With respect to research and data collection:

The following recommendations are directed to all States:

●	 Collect	data	on	people	with	albinism	–	through	censuses	and	surveys

●	 Formulate	and	implement	specific,	concrete,	and	time-bound	national	
action plans;

●	 Incorporate a method of ensuring multisectoral coordination and 
cooperation in the development, implementation, and evaluation of 
the national plan of action, for instance by setting up an inter-agency 
coordination mechanism or by designating focal entities within a relevant 
state agency, such as an agency working on health and disabilities, to 
facilitate cooperation;

●	 Combat the stigmatization of and discrimination against persons with 
albinism through the wide range of methods, including through the 
promotion of positive information about persons with albinism, role 
models, and continued awareness-raising campaigns;

●	 Publicly condemn, at every opportunity (including on International 
Albinism Awareness Day every June 13), all forms of bullying, exclusion, 
discrimination, and stigmatization against persons with albinism;

●	 Support,	 both	 financially	 and	 technically,	 civil	 society	 organizations	
representing persons with albinism in their efforts to increase public 
awareness about albinism, including public education targeting key 
domains such as education and health, and in the provision of various 
forms of support to persons with albinism and their family members;

●	 Ensure full and meaningful participation of persons with albinism in the 
design, development, and implementation of all measures concerning 
them, and in particular national action plans and legislation;

●	 Ensure that social services are accessible to persons with albinism 
without discrimination, with reasonable accommodation, and in a 
manner that does not subject them to further stigmatization or require 
them to be exposed to the sun in order to receive support from social 
services;
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●	 Include information on persons with albinism and their rights in training 
curricula generally, and particularly in the training of specialists in all 
relevant sectors, including disability, education, health, employment, 
justice and law enforcement, racial discrimination, diversity, and 
statistics;

●	 Deliberately	 seek	out	 and	 include	qualified	persons	with	albinism	 in	
significant	government	and	public	offices;

●	 Prioritize marginalized groups or people with rare conditions, including 
persons with albinism, in national budgetary allocations;

●	 Continually monitor and evaluate the impact of measures adopted and 
adapt such measures as required;

●	 Cooperate with other States, including through research, capacity-
building, information exchange, sharing of best practices, and technical 
and	financial	assistance,	for	the	purposes	of	increasing	the	knowledge	
base and capacity to carry out and improve protection measures.

Regarding access to justice:
 

●	 Undertake a justice needs assessment that captures the lived 
experiences of persons with albinism in order to improve their access 
to justice;

●	 Incorporate in the training of actors in the justice system—
including police, courts, tribunals, national human rights institutions, 
ombudspersons, forensic investigations, and other mechanisms—
modules on all barriers to the enjoyment of human rights by persons 
with albinism and measures to remove them that facilitate justice and 
human rights protection. 

●	 Train and raise awareness among justice system personnel regarding 
the multiple forms of discrimination faced by women, as well as the 
principle of equality, including measures to:

- Create supportive environments that encourage women to claim 
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their rights, report crimes committed against them, and actively 
participate in criminal proceedings;

- Protect women against secondary victimization in their interactions 
with law enforcement and judicial authorities;

●	 Provide competent and affordable legal representation and effective 
legal aid to persons with albinism, and waive legal fees if necessary;

●	 Establish	a	sufficient	number	of	mobile	courts	and	legal	aid	clinics	with	
experienced	legal	representatives	specifically	for	rural	settings;	

●	 Ensure equal access for persons with albinism by providing them with 
reliable legal information in accessible formats and at various points 
of entry into the legal system, including at police stations, court clerks, 
and registries; 

●	 Train community leaders, including community police and traditional 
and religious leaders, on the justice system, including where to refer 
and how to initially address a diversity of cases, including those 
concerning persons with albinism. Incorporate into existing training or 
create	specific	training	on	the	human	rights	of	persons	with	albinism,	
including the particular threats they face at home and in community 
environments;

●	 Support persons with albinism and organizations serving them in 
availing	themselves	of	 legal	remedies	and	exercising	 influence	upon	
law-making and implementation processes and institutions;

●	 Review and clarify referral pathways for accessing justice for persons 
with albinism in order to remove protracted and bureaucratic barriers, 
including by training organizations of persons with albinism;

●	 Involve persons with albinism in the design and delivery of community 
education programmes to increase awareness of their rights and legal 
remedies;

●	 Engage diverse stakeholders, including persons with albinism, in 
developing national indicators and tracking national data on the 
functionality	and	efficacy	of	access	to	justice	for	persons	with	albinism.	
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Regarding the right to health:

●	 Address health-related aspects of albinism as a public health concern;

●	 Incorporate albinism into existing public health initiatives, including 
through maternal and family support policies; cancer prevention policies; 
rare condition policies; and genetic counselling policies, particularly in 
communities with consanguineous marriage practices;

●	 Ensure the adoption of special measures on persons with albinism 
in policies governing health and disabilities, as well as the training 
curricula of health-related professions;

●	 Include	specific	services	 for	persons	with	albinism	 in	existing	health	
centres;

●	 Provide guidance for health professionals on the support needed by 
persons with albinism and ensure that the training of health workers, 
including ophthalmologists, dermatologists and nurses, includes topics 
on the condition of albinism and protection measures;

●	 Ensure that albinism is included in early intervention programmes on 
health, including dissemination of detailed health-care information and 
advice;

●	 Ensure that the right to the highest attainable standard of health is 
exercised without discrimination of any kind, in particular against 
persons with albinism;

●	 Include sunscreen on the list of essential medicines without further 
delay, and ensure that quality sunscreen is accessible, available, and 
affordable in both rural and urban areas;

●	 Ensure the availability, accessibility, affordability and quality of treatment 
for skin cancer without discrimination. Such treatment should include 
curative measures, as well as cosmetic treatment to restore or improve 
appearance to avoid further discrimination based on appearance;
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●	 Deliver accessible and culturally appropriate rehabilitation programmes, 
particularly concerning skin cancer and visual impairment;

●	 Support or initiate the production and distribution of locally produced 
sunscreen, such as KiliSun. Distribution should include health education 
on the use of such a product;

●	 Support best practices such as mobile clinics where they exist, or 
initiate such measures;

●	 Ensure	that	specific	measures	for	persons	with	albinism	are	integrated	
into disability-related programmes, including the distribution of adaptive 
devices as a means of reasonable accommodation;

●	 Facilitate the importation of glasses and gadgets as a measure of 
reasonable accommodation, for example, by removing taxes and 
administrative costs associated with the importation of these goods;

●	 In collaboration with civil society:
- Continue to conduct quality research to shape public policy and 

effectively implement sun protections strategies;
- Support prevalence and epidemiological studies as a basis for 

developing effective measures;
- Publish data acquired in the course of research to inform 

collaborative work and develop policies;

●	 In collaboration with civil society, continue to raise awareness to:
- Include	 specific	 information	 about	 albinism,	 in	 particular	 about	

the associated susceptibility to skin cancer, in training for health 
professionals;

- Ensure that there is no barrier to the recognition of persons with 
albinism as persons with disabilities; 

- Use International Albinism Awareness Day as an opportunity to 
inform the general public about albinism and, where appropriate, 
engage in media campaigns to this effect. 
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Regarding education:

●	 Ensure that reasonable accommodation is provided to persons with 
albinism in the school system.

The following recommendations are directed to civil society and national 
human rights institutions:

●	 Incorporate and centralize the human rights approach in advocacy, 
public education, research and all other domains of work, to mitigate 
the negative consequences of the medical or charity approach to 
persons with disabilities;

●	 Continue monitoring the implementation of the rights of persons with 
albinism and report regularly to international mechanisms such as 
treaty bodies or the Universal Periodic Review;

●	 Monitor national data collection on albinism and ensure it follows a 
human rights-based approach;

●	 Take an active role in the implementation and promotion of action plans 
on the rights of persons with albinism and the inclusion of relevant 
action in existing programmes and strategies;

●	 Ensure that in all albinism-related programming, a gender perspective 
forms an integral part of the design, implementation, monitoring, and 
evaluation of all interventions;

●	 Collaborate with key actors, advocates, experts, and researchers 
in relevant domains, including disability, health, education and rare 
conditions;

●	 Develop national, regional, and global collaboration platforms, including 
through networks and action plans, to promote and replicate best 
practices and to include the human rights situation of persons with 
albinism in various national, regional, and international human rights 
and development forums in a coherent, strategic, and effective manner.
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The following recommendations are directed to the international 
community, including international organizations:

●	 Deliberately seek out and include persons with albinism in all 
public discussions on human rights, including relevant national and 
international mechanisms and processes, as well as in particular 
discussions, such as in regional forums tasked by the United Nations 
to follow up on the implementation of the Sustainable Development 
Goals;

●	 Continue to support States and civil society working on the human 
rights of persons with albinism, including through capacity-building, 
particularly in the area of investigative research and forensic science, 
as well as in the area of implementation of protective measures;

●	 Support efforts for the realization of the right to health of persons with 
albinism, such as the scaling-up of best practices and by ensuring its 
insertion into existing health projects;

●	 Support epidemiological studies on albinism in order to gather the data 
necessary to develop public health policies;

●	 Assist States and other stakeholders in ensuring data collection on 
people with albinism nationally, regionally, and globally, in line with 
human rights approaches and principles.
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